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Abstract
This article investigates the relationship between exposure to structural injustice, experiences of social discrimination,
psychological well being, physical health, and engagement in activist solidarities for a large, racially diverse and inclusive
sample of 5,860 LGBTQ/Gender Expansive youth in the United States. Through a participatory action research design and a
national survey created by an intergenerational research collective, the “What’s Your Issue?” survey data are used to explore
the relationships between injustice, discrimination and activism; to develop an analysis of how race and gender affect young
people’s vulnerabilities to State violence (in housing, schools and by the police), and their trajectories to activism, and to amplify
a range of “intimate activisms” engaged by LGBTQ/GE youth with powerful adults outside their community, and with often
marginalized peers within. The essay ends with a theoretical appreciation of misrecognition as structural violence; activism
as a racialized and gendered response to injustice, and an elaborated archive of “intimate activisms” engaged with dominant
actors and within community, by LGBTQ/GE youth who have been exiled from home, school, state protection and/or community
and embody, nevertheless, “willful subjectivities”.
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Alex couldn’t attend the last participatory analysis session forWhat’s Your Issue?, a national participatory survey
of/by LGBTQ and gender expansive youth. They sent a photo instead, and apologized: “I am 7 months pregnant
and my gynecologist said I couldn’t fly.” An organizer at Gender Justice in Los Angeles and a transman now in
their third tri-semester, Alex sent their photo (see Figure 1) not so much as an expression of “identity politics” as
a radical insistence on recognition and reproductive justice; or what Sara Ahmed (2014) has called “willful subjec-
tivity.” While primarily engaged in having a baby at the moment, Alex has been and continues to be an important
colleague in our research, a persistent voice queering categories, pluralizing identities and contesting binaries.
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Alex embodies and organizes, at the intersection of an array of movements for racial, gender, sexual and repro-
ductive justice.
Figure 1. Alex, Organizer and What’s Your Issue? Researcher.
Like Alex, and the editors of this volume, we find ourselves bewildered and enraged by the current political circum-
stances, a dangerous cocktail of rising inequalities, spiking hate crimes, emboldened White nationalisms, a
shrinking middle class, attacks on gender/sexual/reproductive rights, criminalization of communities of color and
poverty, rising xenophobia and Islamophobia, and a deepening climate crisis. Just to name a few of the current
threats to our collective well-being. And yet we find ourselves, at the same time, encouraged by increasingly vibrant
solidarity movements and bold courage of young people, joined across struggles and identities, demanding a
justice of redistribution, recognition and radical participation, and we learn that many of these movements are led
by queer, trans, or gender expansive youth of color, at least in the U.S. In this context, at the Public Science
Project of the Graduate Center, CUNY we have positioned ourselves among those critical scholars engaged with
movements for justice, and engaged in movements for epistemic justice, that is the democratization of knowledge
production.
We write this article to understand what we are calling “queer solidarities,” a new form of activism in which demands
for recognition and belonging sit beside demands for redistribution and participation. We write this article with
contributions from our co-researchers Shéár Avory, Jai’ Celestial Shavers, and Kat Williams. We enter and contest
the false debate between “identity” based vs. “structural” political struggles, and empirically unpack how LGBTQ/GE
young people, particularly those in the working class and those of color, are joining these commitments in their
new activisms, and how activism seems to be good for their health.
Precarity and Misrecognition: A Politics Rooted in Redistribution and Recognition
The debates around identity, or identitarian politics, have inflamed of late. Political theorist Nancy Fraser (2000)
has argued that movements for recognition (gender, sexual, racial, religious) have frequently “displaced” movements
for structural transformation and redistribution; reified and “essentialized” identities and have reproduced false
“binaries” activating feuds between and within marginalized communities and ultimately strengthening forms of
domination by elites. In 2000, Fraser argued, “Today’s struggles for recognition often assume the guise of identity
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politics. Aimed at countering demeaning cultural representations of subordinated groups they abstract misrecog-
nition from its institutional matrix and sever its links with political economy” (Fraser, 2000, p. 9). In 2017, Fraser
complicates her earlier position further troubling the binary, when she argues:
Especially troubling is the resurgence of an old tendency on the left to pit race against class...Both views
are problematic to the extent that they treat attention to class and race [and we would add gender and
sexuality] as inherently antithetical, a zero sum game. In reality, both of those axes of injustice can be
attacked in tandem, as indeed they must be. Neither can be overcome while the other flourishes (p. 10).
We would agree that movements, and critical scholarship, must be rooted in an intersectional politic, interrogating
race and class, and we would add gender and sexuality focused on the transformation of economic and political
systems. For this essay, we introduce the epistemologies and methodologies ofWhat’s Your Issue? as an example
of critical participatory inquiry, and we explore a slice of the results to understand how structural precarity and
misrecognition live in the bodies of LGBTQ/GE youth in the U.S., and how oppression is metabolized into activism
– on the streets, in the courts, online and at home. We also unpack how we have taken up an intergenerational
participatory project, anchored in queer justice movements, across the U.S., and designed to interrogate questions
of theory, social movements, methods, ethics and democratic knowledge production.
The evidence we gather draws from the 5,860 responses to theWhat’s Your Issue? survey – designed/analyzed/pro-
duced by an explicitly intergenerational research collective including a range of LGBTQGE (Gender Expansive)
youth, most of whom are young people of color, trans and/or gender expansive (identifying as nonbinary or gender
nonconforming). This research project is committed to an intersectional analysis (Cole, 2009; Crenshaw, 1989)
and our evidence attends to structural conditions. Our results, elaborated in previous essays (Fine, Torre, Frost,
& Cabana, 2017; Frost, Fine, Torre, & Cabana, 2017; Torre et al., 2018) demonstrate that being denied one’s
identity, whether at home, in school, at church, by the police, in juvenile facilities, at work or in the law, unleashes
an avalanche of adverse material, social, psychological and physical health consequences. This is particularly
true for youth of color and trans and gender expansive youth who report the most substantial financial troubles,
educational struggles, exposure to aggressive policing, housing instability and vulnerability to violence and ex-
ploitation. These experiences make clear that the structural politics of (mis)recognition are entangled with political
economy. And we find significantly that racial and homophobic experiences of discrimination are positively asso-
ciated with levels of activism, which are positively associated with mental health. This finding seems striking for
the community under study, but also wonderfully suggestive about the politics of marginalized youth in revolt
globally.
As a critical participatory action research project (Torre, Fine, Stoudt, & Fox, 2012), our work is conducted with
and for LGBTQ and gender expansive youth in the U.S. This article lifts up a number of concerns that are of course
particular to this group, living at a time of both heightened human rights and hate crimes. But it is also true that
our evidence speaks to a broader swath of youth at the margins. That is, these young people may be distinct from
their peers, by virtue of the ways they carry and express gender and sexuality, but largely they are young people,
late adolescents and young adults, living at a time of rising inequality gaps, spiking rates of housing insecurity,
and police violence. They have been deeply betrayed by the state, the economy and sometimes intimates, and
they are deeply engaged with a range of solidarity activist social movements.
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Structural Precarity and Youth Activism at the
Radical Margins
Lauren Berlant (2007) writes that precarity, living in conditions both traumatizing and unpredictable, is the fuse to
slow death. Our research with marginalized youth over 20 years, living at multiple margins and intersections,
suggests that precarity is multi-scalar; it occurs at the macro, meso and micro levels (see Fine, 2017; Torre,
Stoudt, Manoff, & Fine, 2017). In the U.S. and globally, precarity derives from a structural realignment of global
capital and a rise of White nationalisms, entangled with immigration, gender and sexuality politics. Under conditions
of neoliberalism and concentrated wealth, we witness economic dynamics and transnational policies that undermine
and target those at the margins. These conditions undermine economic opportunities, threaten living and learning
settings and heighten police surveillance and violence. Marginalized youth are left more vulnerable to the unnerving
predictability of impending disaster. Within the United States, the pooling and coagulation of precarity-inducing
policies can be found most viscerally and viciously in communities of color, struggling with poverty, dealing with
issues related to immigration, as well as those marginalized by their gender and sexual identities.
It is well documented that structural dispossession – what we are calling precarity – leads to adverse economic
and social conditions as well as psychological distress and physical health problems (Bullock & Reppond, 2016;
Fine & Burns, 2003; Fine, Burns, Payne, & Torre, 2004; Fine & Weis, 1998; Frost et al., 2017; Lott & Bullock,
2006; Meyer, 2003). There is, however, also a rich literature on “radical marginality,” in which critical psychologists
have demonstrated the mobilization of activist, critical consciousness rising in the margins. Clara Mayo (1982),
Rhoda Unger (2000), and later Ruth Hall and Michelle Fine (2005) have published on the critical consciousness
and radical commitments marinating in the margins of social hierarchies. More recently Anjali Dutt and Shelley
Grabe (2014) have written on positive marginality, critical consciousness and social identities as core precursors
to activist identity. Even as we interrogate in this essay, the devastating consequences of structural injustice on
LGBTQ/GE youth on health, we also seek to document the creative and strategic forms of resistance, activism
and political solidarities engaged by those exiled to the radical margins.
Indeed – this rising of activism from the ashes of discrimination – was part of our funding mandate. When we
started this project, we were called by funders who asked us, plainly: “Have you ever noticed that the leaders of
major youth organizing movements – Dreamers, Prison Abolition, Black Lives Matter, Fight for $15, Muslim justice
work, Environmental Racism, Educational Justice, UndocuQueer…. are disproportionately queer and trans youth
of color?” (Youth organizing funder, personal communication, March 23, 2014)
Well, we had.
So with this question as part of our genesis story, we committed to unpacking relationships between discrimination,
health and activism, informed by research on adult collective action (Drury & Reicher, 2005; Dutt & Grabe, 2014;
Hammack, 2010; Hammack & Pilecki, 2012; Reicher, 2004) as well as youth activism (Conner & Rosen, 2016;
Su, 2009).
Provoked by the notion that alongside experiences of hardship, harm and discrimination one might find a reservoir
of activist subjectivities, we turned to Sara Ahmed’s (2014) writings on “willful subjects”, Cathy Cohen’s (1997)
work on the politics of deviance, and José Esteban Muñoz’s (1999) writings on “disidentification” and the perfor-
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mance of politics among queers of color. These writers contest psychological arguments about stigma, shame
and depression as the primary psychological footprints of oppression. Ahmed argues that queer lives embody
“willful subjectivities,” that do not shrink at misrecognition but unapologetically “refuse to straighten.” Cathy Cohen
extends this line of analysis, recognizing that queer young women of color are not only willful but increasingly
emergent as leaders of collective movements for queer justice, but also education, prison abolition, immigration
justice:
There have always been radical black women or radical women engaged in mobilization, organizing, and
leadership: we know that is not new….
…I do think what’s new is the ways in which, at this moment in the Black Lives Matter movement, young,
black, often queer women are not just doing the work but are part of a collective leadership. (Cohen &
Jackson, 2015, para. 16-17).
And José Esteban Muñoz (1999) moves us beyond politics of social movements, onto the stage of the politics of
performance, amplifying what he calls disidentification as a
…mode of performance whereby a toxic identity is remade and infiltrated by subjects who have been
hailed by such identity categories but have not been able to own such a label… This management is a
critical negotiation in which a subject who has been hailed by injurious speech, a name, a label, reterrito-
rializes that speech act and the marking that such speech produces. (p. 185)
While traditional psychological research has focused primarily upon the relationship of oppression and internalization
of stigma, in contrast, queer theory, critical race theory and performance studies join radical marginality studies
to suggest that oppression accumulating in the margins may indeed affect health, educational and social outcomes
adversely but may also be metabolized into critique, performance, contestation and collective action with beneficial
effects on health. This discrimination-health-activism paradox is one that we explore in this article.
Empirical warning: our data are of course cross sectional. Arguments that suggest causality cannot be advanced.
And yet, as you will see, the recurring patterns of association, both statistical and narrative, between precarity,
health and activism are intriguing and worthy of far more critical analysis/exploration, particularly at a moment in
history in which both State repression for “suspect” identities and collective protest by those who embody “suspect”
identities are cresting.
What’s Your Issue? Critical Participatory Action
Research With LGBTQGE Youth
What’s Your Issue? (WYI) is a national, intergenerational participatory action research (PAR) project, developed
out of the Public Science Project at the Graduate Center, CUNY created with, by, for, and about LGBTQ and
gender expansive youth, ages 14-24. For the purpose of this essay, we will use the language “queer,” as our re-
search collective has determined, to encompass the wide range of young people who identify as lesbian, gay,
bisexual, transgender, queer, questioning, intersex, asexual and gender non-conforming or, as we prefer, gender
expansive. WYI was designed by a diverse intergenerational team of activists and researchers, all dedicated to
the production of knowledge by young people too often left out, specifically to over-recruit queer youth and espe-
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cially youth of color, youth living at the intersecting margins of race/ethnicity and economic, gender, and sexuality
struggles who have been absent from most national surveys of LGBTQ young people.
As a critical PAR project, it is important to understand that our research collective included the authors of this
essay (diverse by age/sexuality/gender/race ethnicity), and close to 40 youth co-researchers from 10 cities around
the country, all of whom identify as queer, most of color, and activist/engaged in youth social movements in their
local communities. This large collective gathered in person, at the Graduate Center, at the City University of New
York (CUNY), for three in-depth research retreats, to design the survey, analyze the data and generate products,
and across two years sustained contact over email, video conference calls, telephone calls and meetings around
the country.
Together, over the course of six months, we drafted and edited, piloted and refined, varied versions of what would
become the national survey, with structured input from more than 400 youth across the United States, recruited
from 40 youth organizations around the country (GSAs, immigration justice, YMCAs, spoken word organizations,
homeless youth groups, foster care advocacy, racial justice organizations and listservs and word of mouth). Across
these many conversations there were “difficult” conversations, and as is the case with critical PAR, we dove into
these generative conflicts. We had to decide, for instance, with young people across the country, on what language
to use in the survey (queer? Gay? Trans? Cis?); we had to try to come to consensus on whether we would include
traditional indicators of bullying, suicidality, mental health distress (we did); we worked hard to craft language that
would ask about housing insecurity as we were aware that most “homeless” youth don’t consider themselves
“homeless”; we had to manage the sampling demographics, particularly the influx of white respondents, as we
sought the over-representation of African American, Latinx, Asian American, mixed race respondents, as well as
trans and gender non-conforming/gender expansive; we worked with social media specialists across the country
to be sure to reach rural respondents, those in the South, and multiply marginalized young people. When it came
time for analysis, we had to negotiate, with difficulty, how wemight aggregate the data so that we could statistically
analyse by race (white vs. respondents of color), by gender (cis – that is, self identification is consistent with sex
assigned at birth – vs. trans or gender non-conforming/expansive – that is, self identification is at variance with
sex assigned at birth). We have written expansively about these debates (with much dissension) among our full
research collective (see Fine, Torre, Frost, Cabana, & Avory, 2018; Torre et al., 2018), we have produced a video
laying out the arguments against categories (www.whatsyourissue.org) and we invite you to consider not simply
how we resolved these impossible epistemological/political tangles, but more importantly how we struggled – to-
gether – to appreciate our widely diverse conceptualizations of identities and refusal of binaries even as we were
rooted in the statistical policy imperative to document serious disparities by race and gender in a world rife with
injustice. In the end of the lengthy survey production process, we landed on a set of research questions elaborated
below.
Research Questions
Drawing on quantitative and qualitative data from a large-scale national survey (N = 5,860), within a broader
participatory action research project, in this paper we explore five questions:
1. What are the material and psychological correlates of structural injustice for queer youth in the U.S., by
race/ethnicity and by gender?
2. What is the relationship between exposure to structural injustice and psychological well-being?
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3. How does structural injustice shape activism?
4. What forms of activism do WYI queer youth engage, for gender justice and beyond?
5. What is the association between engagement in activism and psychological well-being?
Sample
Over 6,000 young people across the U.S. took the survey and answered 80% of the questions; some identify as
“straight” (heterosexual) and “cis” (they self-identify with the sex assigned at birth). In this paper we will discuss
the data from a substantial subgroup, those who identify as LGBTQGE (N = 5,860). Ranging in age from 14 – 24,
participants were from all US states, Guam and Puerto Rico, and reflected a balanced representation of the 4
primary geographic regions of the US. The research held a commitment to represent experiences missing in the
existing national data about LGBTQGE youth; purposive sampling strategies were used to achieve a high repre-
sentation of youth of color (39%) as well transgender/non-binary/gender non-conforming/gender expansive youth
(58%), youth with disabilities (39%) and youth under 18 (46%) – populations under represented and often absent
from the literature. We adopted various internet and community based sampling strategies to reach youth of color
and trans and gender expansive youth (Meyer & Wilson, 2009) including a team of youth outreach workers who
posted survey advertisements on Facebook, Tumblr, Twitter, and Instagram, directing interested youth to the
project website, which contained an explanation of the project, video narratives from the CPAR collective, and a
link to take part in the survey. Outreach was made to community organizations serving LGBTQGE youth in cities
and towns across the US, as well as music, theatre, sports, spoken word, activist organizations which were pro-
vided incentives to host “survey making parties” and “survey taking parties” whereby youth were able to complete
the survey in person, with assurance of confidentiality, anonymity and privacy.
A word on our sample: Our sample was gathered to be inclusive: a range of gender and sexualities, an over rep-
resentation of youth of color, gender expansive youth and young people who had experienced negative interactions
with police, schools and housing instability; young people from urban, rural and suburban communities, and from
every state in the country. We wanted a sample that included young people attached to/engaged with community-
based organizations (30%), but also those who are not involved with community based organizations (70%).
Epistemological and Methodological Muddles
We realize the critical PAR may be a novel design to many readers, and so in this section we lay out some princi-
ples/strategies/commitments of our practice.
To questions of ethics and IRB: In WYI, as in other critical PAR projects, we followed traditional mandates of IRB
and we developed more expansive commitments to ethics. The survey was submitted to and approved by the
CUNY IRB; allowing young people aged 14 – 24 to take the survey with nothing more than their consent, and we
provided “resources” and “supports” at the conclusion of the survey. The survey was anonymous and largely
taken online. In settings where young people took the survey on computers in the same room we tried to assure
confidentiality and privacy. In a rural YMCA in Missouri, at the Creating Change conference in Phoenix, at a
homeless shelter in Detroit, we spent time with advocates speaking through questions of anonymity, confidential-
ity and privacy.
The Survey: We ultimately crafted an online survey, using Qualtrics. The survey was made available by following
a link that we posted on the What’s Your Issue? website (www.whatsyourissue.org) and shared widely though
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listservs, word of mouth, and a variety of social media outlets. At the conclusion of the survey, respondents were
given the opportunity to enter a raffle for a gift card. With content determined by the core research collective, and
iterative drafts passed back and forth with over 400 youth across the nation, the final survey included questions
about identities, struggles, activisms and relationships with public institutions and intimates; there were traditional
items about school belonging, relationships with family and police and educators; items borrowed from Black
Youth Project (Cohen, 2010; Cohen, Celestine-Michener, Holmes, Mersth, & Ralph, 2007) about civic engagement,
and open ended questions about “what do you do in your free time?” “what does community mean to you?” “what
would you like to tell the next President of the U.S.” “what it your vision of your future?” “if you were to create a
banner about yourself, what would it say?”.
Creating qualitative and quantitative databases: We have a vast quantitative and qualitative database, managed
through SPSS. Demographic (for gender/race/sexuality) were created through a meticulous analysis of the entire
data set for each demographic question, including all write-ins that was heavily informed by the insights of youth
researchers. The qualitative data to date has been analysed by sub-samples.
To questions of generalizability: We make no claims about our sample being “representative,” but we do about
its inclusiveness. We present few overall descriptive statistics, but offer statistical evidence of associations between,
for instance, housing insecurity and psychological troubles; rates of discrimination and activism; having “out”
teachers and queer-friendly curriculum and overall positive academic outcomes. That is, we sought (1) to recruit
an inclusive sample, representing the wide swath of LGBTQ and gender expansive youth who had been severely
underrepresented in prior surveys of the LGBTQ/GE population; (2) to analyse where racial and gender disparities
amplify within the LGBTQ/gender expansive community, and where race/gender do not seem to demarcate large
differences, and; (3) we have sought out evidence of distressing statistical associations between precarity and
negative outcomes but also promising associations between dignity, respect, and agency with positive outcomes.
A note on statistical categories: As you might imagine, our research collective spent weeks battling out the question
of “categories.” As a group firmly resistant to the “straight jackets” of gender/race/sexuality categories, a number
of the youth co-researchers were initially distressed that the adult co-researchers were interested in “collapsing
the data” so that we could “trace” statistically where race and gender matter. And so we discussed different ways
of cutting the data and decided – in a nation in which trans women of color are murdered at outrageous rates;
where youth of color are assaulted and killed by police in shocking disproportionality; where queer youth of color
are significantly over-represented in foster care, homeless shelters and juvenile justice facilities (especially youth
of color who identify as lesbian, bisexual, or trans) – we committed to a to create combined categories for statistical
comparisons, and to simultaneously find ways to honor the rich and complex self identifications of the respondents
in all data presentations. With these dual ethical principles, as you read the text below you will hopefully see, our
“jazzy” commitments to both rich self-descriptions and to statistical disparity analyses so that we might reveal, at
once, the profound complexity of subjectivity and the oppressive blades of race/gender injustice. In addition, we
have produced a video, available online, to explore how/why we reject categories for self-definitions, see whatsy-
ourissue.org.
A note on sustained muddles and disappointments: This question of statistical comparisons remains unresolved.
Our research collective asked, and debated: If gender and sexuality are fluid, how can we construct binaries? If
race is a social construction, how can we re-inscribe these racial distinctions? And even more complex – if I
identify as a trans-woman does that mean I am not a real “woman” on the gender choices? If a person of color
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passes as white, should they be included in the “of color” category (say, if we are analysing their treatment by
police)? If someone is “mixed race” does including them in the “of color” category erase their white heritage? Don’t
we need to look at skin color rather than race?
Long hard discussions were held and our “resolutions” were not entirely satisfying but ultimately we decided “good
enough”. To ease the our decisions we collectively committed to supplement the research “results,” we have
committed to producing videos about “Categorical Refusal”; policy documents that reveal how much “whiteness”
protects young people in contentious relations with police and in schools; to present our findings as an amalgam
of rich self-descriptors alongside any qualitative material, and to generate evidence of statistical disparities only
in terms of issues of public policy (aggressive policing, school suspension, access to public housing). We were
disappointed our final sample didn’t include, immigrant or undocumented respondents but we understand the
deeply embodied fears in the queer undocumented community, in the U.S., even to respond to an anonymous
survey; we were discomforted by the high rates of psychological distress reported by respondents and unsure
how to “make sense” of these findings; we have held “sub sample parties” with under-represented groups included
young intersex folks, queer Muslims, and are planning gatherings with queer Mormons, disabled trans folks to
help “unpack” what these subsamples are teaching us. For these discussions, WYI data are a platform for conver-
sations long over-due, and much deserved.
A note on names: In this text, we use “real names” for the youth and adult researchers and pseudonyms for par-
ticipants in our survey making parties. Our data is anonymous. When we present qualitative material from respon-
dents, we display their self-curated gender/race/sexuality descriptors.
Cumulative Misrecognition Incites Dispossession
As the writer Junot Díaz (quoted in Stetler, 2009) has arguedi, recognition matters:
You know how vampires have no reflections in the mirror? If you want to make a human being a monster,
deny them, at the cultural level, any reflection of themselves. [G]rowing up, I felt like a monster in some
ways. I didn’t see myself reflected at all. I was like, ‘Yo, is something wrong with me?’ That the whole
society seems to think that people like me don’t exist? And part of what inspired me was this deep desire,
that before I died, I would make a couple of mirrors. That I would make some mirrors, so that kids like me
might see themselves reflected back and might not feel so monstrous for it.
In this project we collectively, sought to design a survey, with traditional quantitative items as well as open-ended
qualitative questions, that could feel like a mirror, reflecting back the often difficult biographies and rich complexity
of lives.
Jai’ Celestial, one of the What’s Your Issue youth co-researchers and an organizer at BreakOUT! in New Orleans
argues, queer youth – particularly those of color – insist on challenging dominant categories and exploding binaries.
“LGBTQ youth of color reject the binaries and identities that have been placed on us. We have a range of identities
and refuse to squeeze ourselves into categories you can understand.”
More over as, Shéár Avory, another youth co-researcher and national social justice youth activist who identifies
as trans, Black, Indigenous, and from Los Angeles, argues identity categories have been used to oppress and
Journal of Social and Political Psychology
2018, Vol. 6(2), 608–630
doi:10.5964/jspp.v6i2.905
Queer Solidarities: New Activisms at the Intersections 616
contain, with devastating consequences for the “cradle to prison” pipeline encountered by queer youth of color.
Sharing from their own life, they illustrate how this can unfold:
From age 5 to 10 my father had me in conversion therapy. When that didn’t work I was placed in foster
care, at 10. I never finished high school because I was traumatically bullied in elementary, middle and
high school. At 17 I left LA for NYC. I wasn't able to find stable housing and was finally thrown out of a
youth shelter because they wouldn’t let me stay with my partner. We were on the streets, went to a small
home in rural Pennsylvania, to stay with relatives, and then there was family violence – it’s Trump country.
We ended up in jail – I was assigned to the men’s facility and experienced relentless transphobia – me
at 18, being lectured by a captain about chromosomes, X and Y.
We learned much at our survey making parties, where young people would explain that they reject categories for
self-descriptions, but that adults in positions of authority – police, social workers, teachers, politicians – deploy
these identity categories as weapons of misrecognition and then unleash terror on youth who dare to transgress
hegemonic binaries. At one of our survey making parties, we were trying to finalize questions to ask about young
people’s interactions with police when Sam whose uses the pronoun, they, raised a hand, and from under a
baseball cap sitting atop a full Afro, soft brown skin, welcoming smile, grey eyes, spoke, “Every time the police
stop and frisk me, you know in parks or at the piers or even in my neighborhood, when they feel my breasts they
get angry and beat me up. Can we put that on the survey?” And at another gathering discussing both policing
and school suspensions, Angelique, a 17 year old Puerto Rican woman who identified as a lesbian explained,
“When I walk down the street alone, the police cat call me; when I am walking hand in hand with my girlfriend,
they say ‘can I fuck both of you?’ To which affirming finger snapping sounds filled the room.
No surprise – these incidents were not reported to the police.
We define misrecognition – far too soft a language for capturing the range of violent provocations we have archived
– as a range of experiences in which LGBTQGE youth are denied full expression of self, shoved into boxes by
authorities, parents/caregivers, peers and strangers, and/or are punished physically, verbally, psychologically for
transgressing gender/sexual norms. Banal and severe, everyday and spectacular, “didn’t bother me” and trauma-
tizing, cumulative and episodic, predictable and not, misrecognition permeates bodies, communities and institutions.
We draw from critical race theorists including Fanon (1967) who marks the sharp wound of being denied human-
ity, as well as Taylor (1992) who argues that recognition is considered a “vital human need” (p. 26). Honneth
(2003, 2007) writes on the harms produced when ideological belief systems depict some as non- or sub-human,
and when networks of love and care withhold reciprocity to those deemed Other. We also appreciate the writings
of Young (1990) who recognizes justice as a combination of access to opportunities and resources, as well as
respect and “standing” in the eyes of one’s peers. And we take seriously by Yuval-Davis’ writings on the need for
“belonging” (Yuval-Davis, 2012) in conversation with Honneth’s sense that recognition flourishes inside love and
friendships, relations of loving care.
Misrecognition, then, can be devastating – whether from strangers or ideological systems, laws or policies, peers
or those whomwe love. For queer youth we learn that misrecognition often takes the form of structural and intimate
betrayal (e.g. by families, schools, community leaders), neglect (e.g. by educators, religious leaders, social
workers) and abuse (e.g. by police, shelter staff, juvenile facility staff, foster families, peers). When a family
member, police officer, teacher or social worker is disturbed, irritated, outraged, or aroused by their own affective
response to a gender nonconforming, or same sex loving young person, the unleashed responses are poured
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onto, and pummelled into, the body and psyche of the young person, ranging from disrespect to violence (see
Fine et al., 2017; Torre et al., 2018).
Evidence from WYI suggests that LGBTQGE young people carry painful amounts of contested misrecognition
and resistance. For some the wounds are deep and widespread; for others, the wounds are hidden. We consider
below structural sites of exposure to state violence – housing, police and schooling – as sites of misrecognition,
discrimination and negative experiences, asking how often, for whom and under what conditions does precarity
cascade into cumulative dispossession? And, we ask, what else emerges from these experiences? What is, for
example the relationship of discrimination to activism? We consider housing insecurity, a well documented
struggle for young people who identify as LGBTQ or gender expansive.
Disproportionality Along Key Vectors of Structural Precarity: Housing Insecurity,
Bullying/Harassment and Police Aggression
Across these three vectors of precarity, we know from national surveys, queer youth suffer disproportionately
when compared to their “straight” peers. On each metric, queer youth report higher than average rates of housing
insecurity, bullying and harassment and police aggression. WYI data allow us to explore variations within, so we
learn that youth of color and trans/gender expansive youth are most vulnerable. We report in the following section,
data from the national What’s Your Issue survey with a total N = 5,860 LGBTQGE youth. It is important to note
that missing data varied from question to question and thus, the analytic sample may shift from one analysis to
the next.
Across the sample, our respondents report housing insecurity rates of 40%, in line with national estimates (Choi,
Wilson, Shelton, & Gates, 2015; Keuroghlian, Shtasel, & Bassuk, 2014; “True Colors Fund” at https://truecolors-
fund.org/our-issue). Cautioned by youth researchers experienced in housing precarity, on the survey we defined
housing insecurity broadly to include young people living in a public or not for profit shelter, in another family
member’s home or a friend’s apartment, in foster care, inpatient institution, on the street, or feeling unsafe where
they are sleeping, at least once in the last year. For housing insecurity, participants reported their housing/living
situations over the past 12 months and indicated “How often have you faced not having a safe place to spend the
night in the past 12 months?” on a scale of 5 = never to 1 = always. Participants were considered to have experi-
enced housing insecurity if (a) they reported being homeless, living anywhere other than in a home they person-
ally rent/own or the home of a parent/guardian and/or (b) reported any experience of not having a safe place to
spend the night during the past 12 months. For a sample aged 14 – 24, the rates of “not having a safe place to
sleep” are alarming. And then variations by race and gender are exponentially disturbing: youth of color are con-
sistently more likely to experience housing insecurity than white youth, and trans and gender expansive youth
substantially more likely than youth who are cisgender. Trans and gender expansive youth of color are almost
twice as likely as white cisgender youth to report housing insecurity. The following tables (see Table 1, 2, and 3)
reflect the percentage within each group by race/ethnicity and gender to report each experience.
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Table 1
Percent of Youth Living With Housing Precarity: Race/Ethnicity and Gender
White YouthYouth of ColorGender
28%
(n = 395 of 1423)
37%
(n = 369 of 994)
Cisgender (gender identity matches sex assigned at birth)
42%
(n = 860 of 2057)
54%
(n = 676 of 1256)
Trans/Gender Expansive
We assessed experiences of bullying borrowing two items from the Youth Risk Behavior Surveillance System
(Kann et al., 2018) asking: Have you ever been bullied?” and “Have you ever been electronically bullied?” (count
being bullied through texting, Instagram, Facebook or other social media). We also asked young people if they
were harassed in the last 12 months. In the last 12 months:
Table 2
Percent of Youth Bullied or Harassed: Race/Ethnicity and Gender
White YouthYouth of ColorGender
88%
(n = 1174 of 1339)
87%
(n = 812 of 936)
Cisgender (gender identity matches sex at birth)
92%
(n = 1825 of 1982)
91%
(n = 1088 of 1194)
Trans/Gender Expansive
And we have documented the race/gender distribution for young people who report negative interactions with
police. We defined negative police contact as being stopped, frisked, or arrested:
Table 3
Percent who Report Negative Contact with Police
White YouthYouth of ColorGender
15%
(n = 213 of 1425)
27%
(n = 273 of 1002)
Cis gender (gender identity matches sex at birth)
18%
(n = 365 of 2051)
36%
(n = 444 of 1249)
Trans/Gender Expansive
Across these three matrices of structural injustice, we find that race matters dramatically in housing precarity and
exposure to aggressive policing; gender matters on all three measures, and trans and gender expansive people
of color endure the most systematic forms of oppression across various sectors of public life.
From Discrimination to Activism
We analysed the relationship between discrimination, economic, social and psychological outcomes, and also
with activism. Specifically, we examined the associations between structural inequality (e.g., economic hardship,
over-policing), interpersonal injustice (e.g., racism, homophobia, transphobia) and well-being (measured using
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standardized indicators of psychological distress, physical health, and suicidal ideation). These associations are
perhaps best articulated as a life story by Kat, an author and co-researcher from Detroit Represent!:
When asked, “Why do you think that being discriminated against makes young people more activist?” Kat con-
nected the dots:
My experiences ‘in the system’ encouraged me to become the change I needed when I was younger. I
was in the system since I was 13; ran away, lived on the streets, in shelters, juvenile facilities, back into
sleeping in an abandoned building. Then I met Lance who offered me a place to stay, and I learned the
importance of activism and giving back. So now, as an activist and an organizer, I work on campaigns
for housing, against domestic violence and for the human rights of young people living on the streets of
Detroit.
Kat’s experiences mirrors our empirical models, confirming the relationship of precarity and discrimination with
activism; the buffering impact of activism on mental health, physical health and suicidal ideation, and the range
and forms of activist solidarities WYI youth pursue.
Levels and forms of activism: As seen in Figure 2, queer and trans youth in the WYI sample are highly involved
in activism. We assessed “civic engagement” building on a series of measures borrowed from Cohen and the
Black Youth Project (Cohen et al., 2007). We asked youth to indicate whether they participated in any of 14 pos-
sible activities (e.g. “signed a paper or email petition,” “been active in or joined a political or justice focused group”
“worked with people in the neighbourhood on a problem or issue”… in past 12 months; we also assessed forms
of activism by asking participants “Are you presently involved or participating in activist organizing work” in 11
different areas including LGBTQ issues, racial justice, gender justice, and environmental justice. Additionally, we
asked participants were asked whether they participated in a community based organization.
Figure 2. Percent of youth involved in activist activities.
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It is important to note that the high level of civic engagement cannot be explained only by respondents’ participation
in community based organizations. In fact, only 30% of the respondents report that they are involved in a commu-
nity based/youth leadership organization. Queer and trans young people across the country seem to be generally
primed to activism, on the streets, through organizations, on line, and with family/friends.
Cutting a little more deeply into the database, Table 4 reveals two particularly interesting associations between
discrimination and activism. Discrimination was measured by the Everyday Discrimination Scale (Williams, Yu,
Jackson, & Anderson, 1997) of 9 items in which participants indicated how often they experienced forms of dis-
crimination (based on race, ethnicity, gender, gender expression, sexual orientation, religion) on a scale of 6 =
never to 1 = almost every day. Items included: How often: “You are treated with less courtesy than other people”
and “People act as if they are afraid of you.”
Table 4
Correlations Between Discrimination and Activism
Activism Indicators
Group # of Activist Areas# of Activist Behaviors
TGE & POC .24.23
TGE & White .22.18
Cis & POC .21.21
Cis & White .12.15
Total Sample .23.22
Note. All correlations are statistically significant at p < .001.
Interestingly, for the WYI sample, the more discrimination reported, the more activist behaviors engaged. That is,
we find a robust relationship between experiencing injustice and fighting back. As important, however, the rela-
tionship is stronger for transgender and gender expansive youth and youth of color and relatively weaker among
cisgender white youth. A buried resource within the LGBTQ/GE community, trans and gender expansive youth
of color seem to be most adept at converting structural pain into political action. Particularly for queer youth of
color and transgender, non-binary and gender non-conforming youth, activismmay be a positive resistance response
to discrimination among those who are most marginalized.
Of course, reverse causal explanations are also possible: activist youth may be more likely to explain their circum-
stances in terms of discrimination than non-activist youth, and queer youth of color and trans/gender expansive
youth may be most adept at such “bottom up” analyses of resistance. Either way, we want to signal that this dy-
namic of discrimination metabolized into activism is a crucial generational dynamic worth further inquiry.
ButWhatAboutHealth?TheCuriousRelationshipofDiscrimination,ActivismandHealth
Outcomes
In response to calls for more systematic inquiries into health inequalities faced by queer and trans youth (see
Frost, 2017 for a review), we examine how experiences of discrimination and bullying—along with potential re-
sponses in the form of activism behaviour—were associated with indicators of health. Specifically, following the
minority stress model (Meyer, 2003), we hypothesized that discrimination and stigma faced by LGBTQGE youth
(i.e., the forms of discrimination and bullying discussed above) would be associated with poorer health outcomes.
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Additionally, following critical and feminist analyses of positive marginality (e.g., Unger, 2000), we hypothesized
that engagement in activism behaviors would be associated with better health (Klar & Kasser, 2009).
As can be seen in Table 5, both discrimination and bullying were indeed both associated with three indices of
poorer health: higher levels of psychological distress and suicidal ideation along with poorer levels of self-rated
health. And yet activism was positively associated with all three indicators of health. Even though the magnitude
of this association was small, it is important to note that this association persists controlling for exposure to dis-
crimination and bullying, which are known robust correlates of negative health (see Table 5).
Table 5
Multivariate Regression Models Testing Associations Between Discrimination, Bullying, Activism and Health Outcomes
Self-Rated HealthSuicidal IdeationK6
Variables BetaUpper CILower CIBBetaUpper CILower CIBBetaUpper CILower CIB
Intercept .782.402.59***2.911.461.68***1.3215.3513.33***14
00Person of Color .01-0.040.07-0.01-0.060.07-0.02-0.020.55-0.26-0
Cisgender .18-0.31-0.42-0.37***-0.16-0.34-0.47-0.41***-0.17-0.66-1.23-2.95***-1
0Age .010.010.01-0.13-0.04-0.07-0.05***-0.11-0.16-0.26-0.21***-0
Discrimination .240.260.200.23***0.290.380.310.35***0.390.312.991.15***2
0Bullied .030.120.06*0.060.210.070.14***0.060.011.380.70***0
0Activism Behavior .03-0.02-0.01*-0.05-0.01-0.03-0.02***-0.09-0.12-0.22-0.17***-0
*p < .05. **p < .01. ***p < .001.
To summarize the data to this point: First, queer and trans youth – at least those represented in WYI – are highly
engaged in a range of social movements and activist strategies. Second, there appears to be a modest relationship
between discrimination and activism, particularly for youth of color who are trans and/or gender expansive. Third,
activism also seems to demonstrate a positive association with health, one that persists even when controlling
for the well-demonstrated negative effects of discrimination and bullying. Fourth, we can see in Figure 3 that queer
youth and young adults are engaged broadly in intersectional social movements, not only in LGBTQ movements
but in a wide range of social movements.
Figure 3. LGBTQGE youth involvement in social issues.
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Insisting upon what Fraser (2000) calls a Justice of Recognition, and enacting what Ahmed (2014) calls Willful
Subjectivities, young queer people live “unapologetically” at varied intersections, voicing commitments to and
engaging broadly with a wide range of political solidarities (e.g. Black Lives Matter, Muslim American youth, young
people with disabilities, prison abolition). Their activisms seem to demand recognition and transformation, not
assimilation and inclusion; they voice a critique of structural/State/social violence and commit to feminism and
gender justice, anti-racist organizing, disability rights, environmental justice and immigration justice. And as much
as they engage these “normative” political strategies, they also take up a range of what we are calling “intimate
activisms” with family and friends, for themselves, other queer youth and those coming up behind them.
Intimate Activisms
While our quantitative dataset reveals the intensity and range of activist commitments pursued by LGBTQGE
youth, the qualitative material reveals a rich range of what we are calling intimate activisms. We take seriously
what we now consider the intimate politics of queer activism – the hidden and bold, relational and solitary, everyday
enactments of interruption, care and solidarity, evident in delicate challenges to family, friends, teachers, and
strangers who vocalize discriminatory attitudes, enacted in deep generosity/care workwith/for “others,” and marked
in the hilarious, if biting humor – that we call “radical wit” that jumps off the survey pages.
Inspired by Muñoz (1999), we want to end with some reflections on the wide range and forms of intimate activisms
expressed by and among LGBTQGE youth. Beyond the substantial evidence of political solidarities, deep com-
mitments to protest on the streets, posting and tweeting online, talking to family and friends, writing letters and
showing up at public meetings, there are other forms of “intimate activism” animated throughout the survey – care
work, speaking up/intimate interruptions and radical wit. We will briefly touch on these activist strategies. We draw
largely from a cursory thematic analysis of narratives gathered across responses to the open ended question
“What is your proudest moment?, as we did not anticipate these intimate activisms adequately when designing
the quantitative items for WYI.
Deliberate and Delicate Interruptions
One of the ways in which LGBTQGE youth are advocating for themselves and for peers is by interrupting and
initiating difficult conversations with family, peers, educators and strangers. Throughout the survey, there are
many instances of these moments of deliberate and delicate interruptions. As one survey participant (who self-
identifies as White, agender girl) recounts in response to a question about their “proudest or happiest moment”:
My proudest moment was two weeks ago, when I came out as gay to one of my teachers. Three years
ago he had said some very homophobic things in my history class, and it stuck with me for basically the
entire time between then and now – I became suicidal, depressed, and I went into denial about my iden-
tity. After talking to one of my friends (a straight ally) about what was up, and I got up the courage to
confront him about it. I was pretty much terrified about the outcome (I thought that he wouldn't care about
what he had done, would deny he had done anything wrong, etc.) but she convinced me to stick it out
even after I tried to back out. I came out as gay to him, and told him about how what he said had affected
me for so long; it was the first time I had actually told anyone that I was suicidal, and it was a huge relief
to finally say it. He ended up being really supporting and took everything I said to heart. Even though I
kind of regret telling him and my friend as much as I did, it feels good to say things which I hadn't been
able to before. Now, I feel a lot more at ease with the fact that there are people who change and learn,
and who care about me and my well being.
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A recurring theme shared by youth making these stands is the simultaneous feeling of strength and the discomfort
when they challenge everyday heteronormativity and racism. As one participant describes, sometimes the conver-
sations are on a large scale (what they call “Big Activism”) and sometimes the conversations are on an interper-
sonal scale (“little activism”)- and yet both are important. The young person (who describes themselves as queer,
fluid, and bi-racial) shares:
To me there is Big Activism and little activism. Big activism is protesting in the streets, is going to rallies
and creating petitions, it is driving people to polls to make sure they can vote because you know that they
aren't the people that those in positions of power want voting. Big Activism is actions that you take publi-
cally on a larger scale than yourself. little activism is just as important and I only call it little because of
the way it seems smaller in proportion, not because of its relative importance. little activism is all of the
things you do everyday to make the lives of those discriminated against better, it could be asking for
preferred pronouns, setting up a safe space in your office, it could be tweeting about #BlackLivesMatter
or making sure that people #StayWoke. It is a hundred little things that begins the death of a thousand
cuts for the status quo.
And at other moments the tension is intimate, rising in the most important relationships. This participant identifies
as a lesbian, cis female, Chinese American:
When I was 21 I came out to my parents and while it was definitely not my happiest moment, looking back
now I would have to say it's my proudest. I had to work hard and overcome a lot of things internally to be
who I am today. We were in a hotel room for my sister's volleyball tournament and I handed them a
manila folder with a letter I had been writing for the past six months. Coming out to first generation immi-
grant, Christian parents is not an easy feat. I broke their hearts when I told them who I was and while we
are still in the process of figuring out how to love and understand each other, I'm glad I can die unapolo-
getic about who I am or what I stand for.
As reflected in these responses, young people are taking up the intimate labor of interrupting the very banal offensive
speech that is too common. In these moments they advocate for themselves and others. They risk rupturing tender,
sometimes vital relationships, so they – and others – might be seen and recognized.
Care Work
Queer and trans youth are engaging in deliberate and delicate interruptions that challenge, and at the same time,
they are also building care worlds and community. We hear in their words a stitched together “we”, with a rich
sense of generosity, a commitment to others, a knowledge of surviving in the cracks, and a wisdom mastered too
young. That is, we hear much about what critical childhood studies scholar Wendy Luttrell (2013) calls care work.
While our findings suggest more research should be done in this area, we do have some suggestive quantitative
evidence of care work: 23% report missing 1 or more days of school in the past 30 days to “take care of family
responsibility”; 69% indicate they ”make a difference in someone else’s life” at least once a month, which seems
as prevalent as a reported 70% of youth who to “achieve a personal goal” at least once a month or more, and
83% report spending days “helping a friend with depression.”
We also grew attuned to care work as we reviewed questions, penned at the end of the survey, when participants
were given the chance to “If you could ask three questions of other young people, what would you ask?” While
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most asked questions like “how old were you when you came out?” or ”do you daydream?”, quite a few turned
the focus back on others, asking how might “I” help you.
They explicitly make the connections between themselves and the imagined youth they are talking to, asking
questions about what “we” might do or need. For instance:
How are you? (straight, female, Dominican American)
How can I help to make your life better? (bisexual, woman, White)
Can I give you a hug?, how are you feeling today?, do you want a cookie? (gray-asexual-pansexual,
agender, White)
How can I make today a better day for you? (demisexual, trans male, African American)
Is there anything I can do tomake a change in your life for the better? (pansexual, non-binary, White)
How can I help you? (queer, heavily leaning towards lesbian, ???, Black American)
What are we going to do to make this place better? (queer, nonbinary Black girl, Black)
These commitments to care were voiced over and over at our research collective meetings. At the participatory
data analysis session, Kwan Moonlite, a co-researcher and colleague/ youth organizer at BreakOUT! in New Or-
leans, responded to the question, so What’s YOUR issue?
When I think about my issue, I think about something that's in my mind all the time – the next time we get
a flood in New Orleans, the next time the dams break, for QTPOC without family, who is going to protect
us, even as we will try to protect ourselves and each other?
Denied the public and private assurances of protection and care, that too many of us who are relatively privileged
may take for granted, for LGBTQ/GE young people questions of protection, care and responsibility sit on the very
surface of their skin, and deep in their souls.
Radical Wit
Finally we have come to be interested in yet another form of intimate activism, what we are calling “radical wit.”
We have just begun to analyse these narratives, and so only offer this as a still forming/“forthcoming” thought.
There is a long, and sometimes quite stinging legacy of humor from the shadows – Jews, Blacks, Irish, now
Muslim women – and LGBTQ/GE comedians. Radical wit appears to be a discursive opportunity to parody the
normative, expose the ugly, refuse the silences, critique the everyday thorns of oppression. Comics at the margins
refuse to respect the proper silences that accompany oppression.
Radical wit was most apparent to us when we reviewed the range of responses to an item tucked away early on
in the survey, where we asked the respondents: “If you could design a banner for yourself, what would it say?”
I was born gay, were you born an asshole? (natural, queer, woman, White)
We were all born naked and the rest is drag. (goldstar, platinum, double mile gay, male with some drag
queer influences, sombrero AF, Latino, Native)
I am #tamirrice I am #sandrabland I am #john crawford (Straight?, nonbinary, two spirit, GNC, Peruvian)
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Radical by necessity not choice (gay as hell, queer, pansexual, fluid, female, Korean, Asia)
Yellow Peril supports Black Power (lesbian, cis, biracial, Japanese/White)
Mexican, dyke, disability, woman… how much more powerful can I be in this country? (dykeness,
cis gender, Mexican to the core, Maya/Aztec)
Disability is about a system of oppression, not about me being broken (straight, transman, White)
Flexing my complexion over white supremacy (Gay, boy, multiracial, Brazilian, Latino, Asian, Black)
My PGP is prison abolition (Queer, GNC, butch, White)
Hug a Gay Mormon: We Exist!! (I am a boy who is attracted to other boys for emotional and physical
reasons, I am Caucasian and my family stems from Europe… I am LDS but have Jewish heritage and
practice both Jewish and Christian holidays, White)
Reflections
We close by reflecting on the contributions this project makes to social and political psychology, justice studies,
and activism research. We begin by asserting misrecognition as a social psychological and political experience
that results in dispossession, health problems and also activism. Like African American scholar and activist W.E.B.
DuBois who reflected on a question he was asked, “how does it feel to be a problem?” the young respondents to
What’s Your Issue refuse to be a problem: they will not be misrecognized, they reject their erasure, challenge the
categories and violence that support harmful hierarchies, and they insist on being known in their full complexity.
With a full embodied sense of Ahmed’s “willful subjectivity,” they refuse boxes and generate a rich palette of
identities, fluidities and hybridities to narrate their subjectivities.
We also feel the need to comment on critical PAR in times of ideological assault on young people of color, queer
youth and marginalized youth, and assert our commitment to “no research about us, with out us.” This project
was deeply participatory: in ways both profound and hysterically funny, enacted with great joy and pain, seamless
and bumpy. To understand both oppression and resistance from and with those who have endured the most
substantial violence from the State and from intimates, and remain radically generous and witty, is an epistemo-
logical gift. In this project we learn from/with young people that experiences of discrimination seem to accumulate
in the body, and just as they are associated with material and psychological outcomes of dispossession, they also
may metabolize into resistance – enacted as a range of activisms, both the traditional sort of protests and cam-
paigns, and also the intimate sort including care work, social interruptions and radical wit. We witness, today,
LGBTQGE youth organizing for gender/sexuality justice and also deep and expansive engagement with intersec-
tional solidarities. We confirm, as our funders, and later youth colleagues anticipated, that LGBTQ/GNC youth of
color are indeed disproportionately leading various social movements for gender, economic, immigrant/refugee
and criminal justice.
We close indebted to our nearly six thousand respondents, and all those they represent, who carry the affective
burden of misrecognition and yet teach us to transform pain into the passions of solidarity.
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Notes
i) We acknowledge the controversy surrounding Junot Díaz brought from within the #metoo movement. Before any accusations
were made public, we used this quote to provoke writing as part of our analysis process and found its call for "mirrors" useful
for describing aspects of our research purpose.
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This article explores the challenges and opportunities of social media health activisms to shape public participation in the
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The potential of social media platforms and digital health technologies to improve healthcare has been widely
discussed in medical literature, public health and popular media in recent years. The rapid adoption of digital
health technologies and artificial intelligence in medical research and clinical practice is making possible new or-
ganisational approaches to healthcare provision (Martínez-Pérez et al., 2013), where the aggregation of large
databases yields new forms of value (Parry & Greenhough, 2018). These technologies have come hand in hand
with new capacities for observation, tracking and prediction, underwritten by promises of greater autonomy and
better health for users, and of growth for service providers and new enterprises linked to the endless analytic
possibilities of health-related data (Milne, 2018)i. These technologies enact socio-technical interactions where
patient identities, clinical roles and illness worlds are transformed by technological mediation. In making new kinds
of communication possible within and across groups, digital technologies enable access to health services, and
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become drivers of systemic transformations of the kinds and quality of healthcare services, while they also pose
new challenges of access and integration for health services.
Data-centrism in general medical practice and public health is generally understood as inevitable. However, despite
a promise of endless progress derived from the analysis of information aggregates, research shows that the real-
ity of data driven healthcare is also riddled with risk and frictions. As Prainsack (2017) has noted, data driven
processes pose new challenges to clinicians, patients, health authorities and enterprises, who struggle to turn
unprecedented amounts of data into meaningful and actionable analyses. As health becomes ever more entangled
with digital technologies, the growth of medical services increasingly also necessitates a new model of healthcare
delivery where active patients are willing to be involved as participants in producing and interpreting data, as well
as using digital technologies to learn about and manage their conditions (Lupton, 2013). In this context, data that
was previously understood not to be relevant to healthcare, such as user produced lifestyle data stored in apps
and social media, is now understood as a resource to complete medical histories and power personalised treat-
ments. The increasing complexity of digital health ecosystems poses new interoperability challenges to work
across multiple infrastructures and data sets, and users have less control of how their data travels in ‘seamless’
models of data driven healthcare (Wadmann & Hoeyer, 2018). Although research points to ways in which medical
technologies are routinely appropriated by users and clinical professionals to creatively pursue their own ends,
for example in terms of reproduction, education and health optimisation, data driven processes pose new risks
for individuals and populations as automated decision-making and decisions by data can harbour old and new
forms of social violence and inequality (Eubanks, 2017; Noble, 2018; O’Neil, 2016).
As data worlds demand governmentality challenges of renewal to respond to the challenges of information societies
(Floridi, 2014), digital politics are increasingly understood as a response to calls for accountability, transparency
and access that are now central to defining how collaborations between public and private sector organisations
need to be regulated (see, for instance, Sorell, 2017; Draper & Sorell, 2013). However, it is still far from clear how
a public interest in embedding ethical practice in data driven healthcare can shape the commercial interests of
health corporations and venture platforms. Questions about how ethics should underpin data-centric healthcare
have taken central stage as new actors and processes threaten to erode public models of healthcare in favour of
integrating an array of diverse actors and third party services, which pose new difficulties to health authorities in
terms of quality standards and regulation. Powell et al. (2016) have argued that public rights in relation to digital
health empower users through a new model of digital citizenship – one that could come with new rights and obli-
gations over data, as well as yet to be established responsibilities for organisations. These new forms of digital
citizenship situate data as a key currency of epistemic value that comes with new and changing sets of rights and
responsibilities attachedii. As networks-in-formation, data worlds assemble users and organisations through infor-
mation pathways and solidarity networks, social media is becoming ever more central to finding information and
articulating patient concerns than any other source (Vicari & Cappai, 2016, p. 1665). In this context, the effective
use of social media can become key to shaping the role of patient voices in the future transformation of healthcare.
For example, in the United Kingdom, the Patient Voices networkiii situates digital storytelling at the core of attempts
to involve patient voices in the transformation of healthcare (Hardy & Sumner, 2018). Weighting the ‘evidence of
experience’ against mainstream evidence-based healthcare agendas, this network uses digital stories as devices
to improve healthcare delivery by effectively engaging patient concerns, generating dialogue, with the aim to
transform organisations and healthcare delivery.
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However, despite the promise of digital storytelling in clinical contexts, the capacity of patient organisations to effect
change, as Rabeharisoa (2006) notes, grows around biosocial entanglements that can mobilize patient identities,
knowledge and political action. Beyond weak individual interactions, traditional patient organisations facilitate ef-
fective forms of participation, visibility and direct action. As collective actors, patient organisations are shaped by
public and scientific knowledge as they link knowledge, citizenship and action spaces. Rabeharisoa et al. (2013)
suggest that the expertise and effectiveness of patient organisations ‘lies in their capacity to articulate various
knowledges, so much so that what constitutes evidence for patients may also count as such for scientific and
health professionals’ (p. 11). Their role is to translate medical knowledge and help concerned parties develop
background knowledge to back statements and claims that can support them pursuing a diagnosis and care.
Digital worlds, by contrast, don’t simply mirror or coexist with healthcare frameworks, but, rather, become as an
affordance of information infrastructures, testament of their world-making capacities. Media platforms generate
new imaginaries of citizenship no longer tied to emplaced identities but assembled in the coming together of
people, issues, and infrastructures demanding rights through data (Isin & Ruppert, 2015; Marres, 2006). Social
media platforms make possible forms of cooperation and collective thinking that shape how issues matter, con-
tributing to ‘counter-emplot’ (see Dumit, 2006) illness narratives and health experiences in continuities between
life, media and technologies (Kember & Zylinska, 2012). While multiple interests shape how digital platforms collect
and use data, people often use social media platforms to make public the experience of living with illness, and to
create public spaces that reframe what should count as expert health knowledge (Page, 2012). Digital environments
make visible ways of knowing, and living, otherwise, link health practices to everyday social worlds, and provide
a background for experimental definitions of both health and politics (Ginsburg & Rapp, 2013; Goggin & Newell,
2003).
Yet the contrast between organised patient associations and digital activisms is not merely between reformist and
confrontational approaches to advancing healthcare users’ agendas. While ethical questions regarding the inte-
gration of digital technologies in healthcare often presume the inevitability of their adoption, highlighting the need
for public voice in overarching themes of consent, fairness and rights, Lupton (2017) has shown that users’ own
maps of the promises and potential of digital health highlight the need to think more critically about ethical and
social issues, and pay particular attention to the distinctions that emerge in contextual technological adoption. In
Lupton’s study, participants felt that overarching discussions of ethics did not adequately capture the multi-sided
effects of self-management for patient identities, or the forms of exclusion generated due insufficient infrastructures,
socioeconomic disadvantage, health status, or because of inadequate framing of the health needs of particular
populations.
The following sections explore some ways in which digital health practices in social media environments can
challenge universal logics of progress associated with discourses about the central role of technology in healthcare
futures. By pointing to subversive or excessive uses of technology as central to definitions of health, digital activisms
make a significant contribution toward reshaping the core issues emerging from living in a digital age, changing
conversations about what should matter in health debates. Problematising distinctions between ‘life-nurturing and
life-negating habitation’, these activisms challenge premises and promises of data centric healthcare by becoming
a public domain where claims about health can be made without necessarily seeking health reform. In this sense,
these activisms allow us to frame the politics of technology beyond formal distinctions between personal and al-
gorithmic agency, and crucially without recourse to distinctions that pit data ethics against politics. Rather, I propose
to propend the prefix cosmo- to digital health politics to recuperate technological politics as multiple, situated,
processual and unfinished, politics implicated in multiple processes, and which not concern only a priori ethical
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principles or universal notions of progress. For Isabelle Stengers (2011), the question about cosmopolitics demands
taking seriously the limitations of universal logics to accommodate resolution to political relations. Stengers’
demonstration of cosmopolitics in the context of physics illustrates how, against a priori teleologies of scientific
practice based on a universal rationality, the space of science demands that the conditions of politics be invented
(Stengers, 2011, pp. 354-355). For Stengers, ‘the prefix [cosmo] makes present, helps resonate, the unknown
affecting our questions that our political tradition is at significant risk of disqualifying’ (2011, p. 355). Cosmopolitics
is a speculative concept that relies on alterity and context to avoid identifying with a progress story to define politics
beyond slogans and disparities between absolute concepts, not least, as Stengers notes, disparities between
‘ourselves’ and ‘others’ (2011, p. 356). The anthropologist Marisol de la Cadena, for example, conceptualises
cosmopolitics in relation to indigenous political worlds that emerge from the need to reconceptualise politics beyond
colonial narratives of progress. De La Cadena’s (2010) engagement with cosmopolitics renders politics newly
relevant to postcolonial and neoliberal crises. Importantly, cosmopolitics encompass arrangements of human and
non-human beings, representing a need to ‘slow down reason’ to locate more than human practices that may allow
new interpretations and responses (p. 337). Indeed, for Latour, cosmopolitics can prevent both the premature
closure of politics by resisting meanings of cosmos that mean a final list of entities to be included in politics, while
it also sets politics against a premature closure of the notion of cosmos, for example, around idioms that link pol-
itics to human sets of human relations (see Latour, 2004, pp. 454-455).
While the application of a cosmopolitical framework may not necessarily be new in the context of scientific practice,
I argue that it is particularly relevant to sedimented media histories. As neoliberal policies exacerbate the fragility
and uncertainty of care, cosmopolitics open up the temporalities of the political to new objects, agencies and
processes, and can lead to recognising value in a slow, ‘idiotic’ approach to politics. While the debate about digital
health development has often focused on the agenda of large service providers and corporations, bringing to the
foreground localised digital activisms around health extend definitions of the political to critical and utopian thinking
through media practices. Cosmopolitics, in this sense, can be described as an experimental concept of political
relations concerned both with the affirmation of life at the margins and, as Farias suggests, ‘an opening toward
the unknown, toward alternative definitions of the common world’ (Farías, 2017, p. 36). Digital worlds afford new
contexts in which new kinds of health politics come to matter, demanding recognition of forms of living which do
not neatly fit neatly mainstream biomedical models. Rather, these uses of technology evince how technological
mediations re-situate health experience in pre-digital inequalities, as well as new data centric logics, to pursue
health agendas that are not pre-given, but emerge as a result of sociotechnical interactions, making possible to
demand health rights through data, and participation in changing conversations about healthcare futures.
Technical Objects, Interfaces and Disaggregation
Let me briefly conceptualise the ways in which digital data adds value to health systems. As digital data have
become ever more ingrained in everyday life, their purchase in redefining health comes hand in hand with the
reliance of venture services on user data in order to improve clinical outcomes within and across user groups
(Lupton, 2014). Clinical professionals and patient groups use social media to share medical knowledge with wider
communities, to gain new knowledge about health, and to provide information, patient education, and advertising
goods and services. Digital data makes possible modes of extra-clinical observation which allows clinicians to
formmore complete medical histories, bringing life activities and behaviours which may not have been considered
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relevant to healthcare provision to bear on diagnostic and treatment outcomes (Sosnowy, 2014). Multiple devices,
platforms and fora offer interfaces to control users’ health practices through a range of affective, haptic, and
functional atmospheres (Ash et al 2018; Tucker & Goodings, 2017). Through design and usability aspects, they
become ‘sites of desire and recipients of affect’ (Shah, 2015, p. 2) shaping everyday health practices, and revealing,
through design and usability features, semiotic patterns at play in how institutions work and think.
Digital models of patient participation encourage patient activation by engaging users with their personal data –
encouraging active responses to accessing records, information and advice online. In this context, new questions
emerge around the transformation of personal data as a driver of healthcare. First, as Aicardi et al. show, the
personal and the individual are no longer synonymous in the digital age. As technological objects reshape patient
identities implicating technicity in the process of managing illness (Mackenzie, 2002, pp. 16-19), digital health
raises new fundamental questions about the interdependency of digital and political worlds. The materiality of in-
formation now ‘operate(s) as a site of analysis which is simultaneously technical and cultural’ (Aicardi et al., 2016,
p. 58). Technical objects expose cultural fictions that bound together people and technologies and evince how
technical and cultural realms are bound together (Schwennesen, 2017; Seaver 2017) producing continuities and
spatial proximities between people, devices and infrastructures. But while digital interfaces shed light on how in-
stitutions produce health as a capacity newly reimagined though informational materialitiesiv, healthcare is no
longer about whole human persons, but rather, the digitised fragments, samples and data that interfaces can work
with. Data processing, particularly machine learning, poses new ethical challenges as algorithms ‘hover high
above the flow of data, attempting to force fit the snippets of information in to patterns that represent its target’
(McQuillan 2018a, p. 5).
In this sense, human-technology interactions are no longer located at the centre of technological politics as non-
human agencies gain centrality as recipients of information flows. The new imaginary that derives from these
data worlds, as Shah suggests, reverts the social to an ontology of interactions: data circulation does not primar-
ily derive its value from being interpretable by human readers, but is aimed at mechanic processors which can
make sense of information flows. Third parties providing digital healthcare services rely on software and agile
working to undertake digital transformations in health services. These technological ‘solutions’ are developed by
external supply-side vendors who effectively develop and market technology (Lidell et al., 2008). This operating
model is underpinned by economic interests realised through commercial partnerships, where health data becomes
part of large scale aggregates analysed and re-analysed through speculative processes of algorithmic learning,
leading to health data not simply being collected but emerging over time as datasets are cleaned, re-analysed
and linked to other data sets.
In this context, ethical issues surround the production, collection and use of health related data, and yet the as-
sessment of the social implications of technology have only partially included public voicesv. The becoming of
digital worlds brings together multiple agendas, involving people, organisations and infrastructures in defining and
pursuing healthcare futures. However, these futures may not be easily accommodated under single definitions of
the public good. Promises of venture platforms such as PatientsLikeMe’s much debated campaign ‘Data for Good’,
which aimed to encourage data sharing to help data make medical science ‘advance faster’ while promising ‘a
better future to someone like you’, are now shown not to have delivered on their promise of democratisationvi.
Tempini and Del Savio’s (2018) empirical research paints a bleaker picture of the platform as a business model
for medical research: while driven by the exceptional medical knowledge accrued by patients with chronic conditions,
the platform has done little to advance their medical agenda, often voiding the promise of return to patients who
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drive the platform by donating their data (Prainsack, 2017). While the platform seeks to involve patients in their
own self-management, and improving their autonomy from biomedical knowledge and services, in practice the
model entails that the labour and investment of patients goes unrecognized. Indeed, in this model, people are not
passive objects who receive the expert knowledges at the end of a data cycle, but become the primary human
resource to shape not only biomedical research, but unknown technological futures predicated on future values
of their data.
For Aicardi et al., an important consequence of the data shift in biomedicine is that it raises new questions about
the possibility of replicating benchmarks of privacy and confidentiality that subjected the collection and use of
personal data in ethical research. Aicardi et al. note the difficulties in providing informed consent, a mainstay of
ethical research. Furthermore, they note that in an age of aggregation and data science
The challenge ahead is not so much that of extending existing ethical principles and reflecting on how
they play out in a changing landscape of data collection and use. Instead, along with methodological
changes, the management of health databases and biobanks is accompanied by changes in the social,
economic, and moral order, which require a new language in which we frame and address the ethical
challenges arising (Aicardi et al., 2016, p. 211).
More importantly, digital interfaces provide a new scale to think through the coming into existence, the erasure
and transformation of health as an experience. As global health databases expand to include and aggregate
multiple types of health data, users are also turning to social media in order to claim new rights around data, in-
cluding rights to access services and to shape discussions about the future of healthcare. Isin and Ruppert (2015)
note that the process of becoming citizens in digital worlds not only comprises processes of shaping internet
regulation, but how technologies are embedded in socio-technical arrangements that create new ways of subjec-
tivity and citizenship -as users and producers of digital technologies- (2015, p. 6). Citizenship, in digital societies,
is a changing notion shaped by internet participation, which, among other processes, may lead to imaginative
ways of engaging with government practices. In this context, digital infrastructures become a condition of citizenship.
Yet, rather than adopting the existing figure of the citizen gaining rights through internet participation, Isin and
Ruppert (2015) think of the digital citizen as ‘an embodied subject of experience who acts through the Internet for
making rights claims’ (p. 11) What is important regarding the act of defining digital citizens, they argue, is to account
for a transversing political subject who becomes global by engaging multiple struggles, a cosmopolitical citizen
defined through digital practices. The political subjectivity that digital technologies afford, in their view, requires
theorising digital life and political life in non-deterministic ways, as subjects are enacted through struggles across
multiple domains. Indeed, for Isin and Ruppert there is a critical dimension of digital citizenship that emerges
clearly though how people use internet practices to disrupt politics as usual.
Health, Experience and Mediation
Digital citizenship can enliven debates around digital health by providing new relevance of the distinction posed
by Foucault and Deleuze between politics and the political (see Foucault & Deleuze, 1977). For Foucault and
Deleuze, politics may refer to the continuity of institutions and the management of populations (potestas), while
the political emerges as a capacity for subversion linked to the disruptive capacities of critical events (potentia).
Although these two dimensions have separately been deployed to analyse how commercial technological appli-
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cations make bodies and persons more amenable to surveillance, it also applies to how social media’s affective
atmospheres shape the experience of politics (Papacharissi, 2014). Digital health activisms, particularly on social
media, appropriate technology to experiment with alternative definitions of health, and explore the potential of
these interventions to address health inequalities experiments in thinking critically, while at the same time leading
to ruptures in both. Ethnographic studies of social media use among healthcare users point out the capacities of
social networks to generate communities of trust, highlighting the everyday significance of media worlds to make
or break sociality. For example, Miller’s (2017) study of social media use among terminal patients explores how
social media ‘solved’ communication problems for many cancer patients, who used digital technologies to com-
municate about their illness, were empowered by choices regarding when and how they could communicate about
their illness, sometimes posting information preceeding offline encounters, or choosing the amount of information
given to acquaintances. Miller understands social media as an extension of local cultural scripts that dictate how
people socialise and communicate in the public domain. However, while social media may afford intimacy despite
geographical distance, their potential to make or break relations was not equally evident to all participants in
Miller’s ethnography. Rather, Miller contends that platforms are part of ecologies or polymedia that allow users
control over social situations, making some social relations possible or inviable, promoting participation or forcing
distance, and providing a background for social lives to cohere. Not only do they provide proximities between
people living with illness and health professionals, but, more importantly, they call into being social ways of feeling
by making public issues that may otherwise be obscured by forms of structural prejudice at the level of public
discourse.
In this context, digital citizenship is becoming a fundamental right to enable individuals to participate in the gover-
nance of health services, which remains particularly challenging for vulnerable and marginalised groups (Groleau,
2011). Social media generates social worlds that shift the location of health from inside the body to distributed
environments, in which technical objects, infrastructures, stories and allegories mark what becomes relevant to
health as an experience, contrasting ways of living with the acuteness of diagnostic interventions (Dumit, 2006;
Manderson & Smith-Morris, 2010). While the biomedical model of health recognises the importance of translations
between physical, psychosocial and social domains, and it has consistently relied on technologies to assess, di-
agnose and make sense, social media and the internet of things relocate users’ experiences of illness in multiple
interfaces and algorithmic logics, encouraging users to move between platforms, social media, websites, wearables
and apps. As such, these systems are best understood as relational ecologies that organise the present. Indeed,
part of the contradiction that social media holds for health activisms is condensed in the politics behind its ‘real-
timeness’. For Weltevrede, Helmond, and Gerlitz (2014), social media real time is not a flat universal, but rather
a distributive fabrication (p. 5) which articulates experience by organising content in relation to multiple temporal
frameworks. Not only does this process affect the construction of patient identities (Koteyko & Hunt, 2016), but
belonging in multiple and changing units of participation produces experimental forms of thinking and feeling linked
to multiple claims to health rights through data. For instance, social movements can make visible conditions and
illness experiences while advocating for the right to disengage from media applications for practical, ideological
or technical reasons, and demanding public participation in the shaping of healthcare services.
Consider chronic illness activisms. People living with chronic illnesses are widely regarded as the most active
patient groups online, bringing together multiple health experiences across platforms to re-frame expert health
knowledge by demanding inclusive definitions of illness no longer tied to biomedical diagnostic categories. These
activisms use social networks to challenge systemic prejudice against the validity of patient testimonies. These
epistemic boundaries have been well documented: Kidd and Carel (2017) report that value distinctions between
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patient testimonies and those of clinical professionals is the most often reported barrier to inclusion. Epistemic
injustice associated with chronic illness not only leads to unequal relations that affect individuals, but can, over
time, lead to undermining social confidence and sustaining forms of social injustice. For Kidd and Carel, the routine
undermining of existential ways of knowing illness ‘others’ patients by linking the assumed lack of reliability of
patient testimonies with the structural position of an ill person as ‘impaired’ by their illness. Patient complaints
centres denounce the often reported lack of ‘testimonial sensibilities’ they encounter in clinical relations, the failure
of clinicians to connect with patient narratives, and their being perceived by patients as cold, impersonal, and
dismissive (p. 7). In contrast, digital health activisms seek to counter epistemic prejudice through solidarity networks
that empower people to make associations and enact resistances through criticism and direct action. For instance,
London’s Chronic Illness inclusion Project, which spreads across a number of platforms and defines the experience
of chronic illness as a self-reported condition based on perceived capacities to cope with the weight of everyday
activities. Social media users linked to this project advocate for changes to traditional definitions of what counts
as chronic illness, and the expansion of diagnostic categories by including forms of self-reportingvii. Jennifer Brea’s
documentary film Unrest documents the journey of learning to see differently where biomedical models could not
see a complete picture. Social media became a resource in the filmmaker’s elusive search for information regarding
ME/CFS (Myalgic encephalomyelitis / Chronic Fatigue Syndrome), but the role of social networks in leading to
public awareness, organised protest and eventual recognition of the physical symptomatology of the CFS syndrome.
Community design projects and Human Computer Interaction practitioners facilitate participation by addressing
structural differences and involving communities in defining the impact of issues such as race, income, power
and equity that work against populations. As Parker (2013) notes, social involvement in the shaping of technolog-
ical futures continues to be important in making communities around participation, as well as designing spaces
that foster the involvement of public voices in the transformation of health services.
Indeed, these critical stances are all but new. Patient associations have long been involved in in intervening expert
definitions of health problematics, and seeking to make medical systems accountable. Although digital health
ecologies have been linked to a modernist logic of medicalisation that tends to individualise and depoliticise illness,
while maximising the creation of value out of users’ data, social media activisms evince how people’s use of these
technologies transform health experience in public environments where claims about health futures can be made
public and negotiated. Social media offers a democratic potential to mobilise dissenting experiences to reframe
what is at stake, opening up spaces where knowledge itself is the target of activism, but where, rather than being
pre-set at the outset, the goal emerges over time. These processes enable people to invent and contest conven-
tional meanings of health, situating experience across forming and shifting collectives, infrastructures, health and
information systems, and mediation. These evidence-based activisms, as Rabeharisoa et al. (2013) have shown,
achieve epistemic shifts by foregrounding the experiential knowledge of patient groups and health professionals
in healthcare reform. Challenging ableist definitions of health by highlighting the social basis of illness, these ac-
tivisms contest dominant models of active patienthood predicated on the involvement of individual users in pro-
ducing and analysing their own health related data. Digital worlds evince the significance of relations, both human
and non-human, and change public conversations by making a difference in public debates.
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Conclusion: Cosmotechnical Futures
The wide presence of digital technologies in debates about the future of healthcare demands thinking through
politics as presupposing multiple logics and rhythms. Rather than uncritically accepting digital technologies as
conduits to equity, the essential multiplicity of these technologies demands a critical situated understanding of
the relations that produce health. This article has argued that multiple health activisms enabled by digital technolo-
gies open up the way in which diverse experiences may inform digital healthcare in the future. Thinking with inter-
faces, digital futures must be open to account for multiple data politics, and for the uncertain. In this sense, their
speculative potential must be recognised. As Shotwell has argued, these futures are never pre-given but, rather,
‘grounded in the experience of interdependence, politically organized around the idea of identifying into a world
that we create starting from the speculation that it could be otherwise than it is’ (Shotwell, 2016, p. 193). As
speculative health practices become part of this these complex futures necessitates concerted efforts to
democratise technology, and to assess their purchase and potential for changing public debates.
Digital worlds afford multiple political agencies as they are constituted differently in particular contexts. Hence,
the analysis of their purchase must also take seriously the challenge of their situatedness, as well as grapple with
technology as a universalizing force (Dourish & Bell, 2011). Hui has argued that the reconciliation between the
general and the particular characterises technologies as a form of cosmotechnics – which reflect the intrinsically
multiple status of technologies. Hui (2017) defines cosmotechnics as the ‘unification of the cosmos and the moral
through technical activities’, a definition which needs to attend to historical particularity as much as universal
processes of technological acceleration and globalization. Indeed, digital technologies transform not only individ-
ual experiences of illness, but social environments, norms and logics of practice. By intervening politics as usual,
digital worlds decentre relations and open a space to revalue the politics of experience. Digital health activisms
evince the importance of technological mediation to reverse conventional cultural narratives about health experience
and social justice activism, as technology provides ways of overcoming barriers of access to knowledge, intervening
how and in what contexts issues and publics come to make a differenceviii.
Importantly, social media health activisms health activisms invite us to abandon naïve claims of machinic Neopla-
tonism, to borrowMcQuillan’s (2018b) description of the philosophies behind data science. As digital health becomes
pervasive, there is an increasingly pressing need to open up democratic participation to address health inequalities
through digital technologies, and to diversify the voices and experiences that shape healthcare. Lest health
practices be ‘fitted’ to a digital model where metrics override qualities of health experience, digital health activisms
point towards how avoiding a view from nowhere might entail recuperating standpoints from which to refocus
healthcare futures. This investigation of data and its real-timeness has the potential to reconfigure what is thinkable
by developing sensibilities and new forms of attentiveness to the tensions between surveillance and justice.
Notes
i) See, for example, Scotland’s Digital Health Institute’s ambitious plan to integrate health and social care at
https://dhi-scotland.com/about-dhi/scotlands-opportunity
ii) A concept that does for data what Heath, Rapp and Taussig (2004) dubbed genetic citizenship for genetics, p. 152.
iii) See http://www.patientvoices.org.uk
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iv) See, as an exception, Wakeford’s (2002) model of Citizen’s Juries. A number of recent studies have addressed scandals
surrounding automated decision-making in welfare. See for example the Robo-Debt debacle in Australia, or the social implications
of aggregators determining insurance and welfare claims in O’Neil (2016) and Eubanks (2017).
v) See digital.nhs.uk
vi) See http://news.patientslikeme.com/press-release/patientslikeme-launches-data-good-campaign-encourage-health-
data-sharing-advance-medic, accessed January 2018.
vii) See http://inclusionproject.org.uk/about
viii) For instance, see debates around the forum Health Talk Online (http://www.healthtalk.org), which offers a space for people
seeking health information and support to share information and participate in research.
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Abstract
In a time of mass displacement, countries across the globe are seeking to protect borders through coercive methods of
deterrence such as immigration detention. In Canada, migrants—including children—may be detained in penal facilities having
neither been charged nor convicted of crimes. In this paper we examine how we dealt with the series of ethical dilemmas that
emerged while doing research in immigration detention centres in Canada. Using a critical ethnographic approach, we examine
the process of our research in the field, seeking to understand what our emotional responses and those of the staff could tell
us about detention itself, but also about what is at stake when researchers are faced with the suffering of participants in these
spaces of confinement. The findings suggest that field work in immigration detention centres is an emotionally demanding
process and that there were several pivotal moments in which our sense of moral and clinical obligations toward distressed
detainees, especially children, were in conflict with our role as researchers. We also grapple with how the disciplinary gaze of
the detention centre affects researchers entering the space. Given these tensions, we argue, spaces of critical reflection that
can consider and contain the strongly evoked emotions are crucial, both for researchers, and perhaps more challengingly, for
detention centre employees and gatekeepers as well.
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Research is reform, or it can be.
(Liebling, 2014, p. 485)
The emotion of caring is inextricable from the act of caring for someone or something; the former compels
the latter. . . There are so many ways to really not care, and we’ve seen most of them exercised energetically
these last couple of years and really throughout American history. They are narrative strategies and most
of them are also fundamentally dishonest.
(Solnit, 2018)
Around the world, States are deploying increasingly stringent measures to implement what they view as their
sovereign right to determine whomay enter and remain on their territory. Since the late 20th century, administrative
detention of non-citizens has been used more and more systematically as one of a panoply of coercive state
mechanisms of migratory control, along with deportation, interdiction and similar measures (Nethery & Silverman,
2015). Migrants are usually incarcerated in prison-like conditions, although generally neither charged nor convicted
of any crime, and very rarely even suspected of posing a potential threat to public safety. Targeting arriving mi-
grants—including refugee claimants—and non-citizens who have lost status, immigration detention serves primar-
ily to keep migrants under state control pending the outcome of often lengthy administrative procedures, designed
to verify identity documents and mitigate flight risk concerns pending deportation (Bosworth, 2014).
Research Questions
In 2010-2011, we conducted a Canadian study on the impact of detention on adult asylum seekers’ mental health
(Cleveland & Rousseau, 2013), and to understand the lived experiences of children and families imprisoned in
immigration detention centres (Kronick, Rousseau, & Cleveland, 2015). In this paper we examine how we dealt
with the series of ethical dilemmas that were part and parcel of doing this research with migrants, especially children,
held in immigration detention centres. We try to understand what the process of conducting research can tell us
about the practice of detaining migrants, and also about the ethical and practical challenges of mobilizing change
and taking humanitarian action as researchers. We ask three specific questions: 1) What were our emotional re-
sponses when faced with a population suffering in a carceral context and how do these feelings shape research
decisions? 2) How does one maintain a position as an impartial participant-observer? And 3) What might our af-
fective experience and individual reactions tell us about the larger structural issues at stake?
Any understanding of research on immigration detention must be foregrounded by the global and local context of
migrant incarceration, and so we begin there.
Global Trends in the Context of Border Control
Although always coercive, immigration detention may be more or less punitive. In many countries detention con-
ditions conform to minimum standards and certain basic procedural guarantees are respected (e.g., time limits,
access to review, protection for vulnerable individuals). Detention serves primarily as a mechanism of bureaucratic
control. In others, immigration detention is viewed as an instrument of deterrence, with harsher conditions cited
as proof of willingness to be tough on ‘illegal’ migrants.
In Australia, for example, most governments have, since 1992, celebrated the use of mandatory detention of ‘boat
arrivals’ in often extreme conditions as a necessary tool to stem the flow of ‘illegals’ (Sampson, 2015). Australia’s
use of offshore facilities as a means to circumvent international and domestic obligations regarding the human
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rights of migrants is increasingly cited by other governments around the world as a model to combat irregular
migration.
Rising numbers of irregular migrants entering Europe in recent years, particularly in 2015-2016, have led a number
of countries to enact more stringent border controls, including detention. Hungary, for example, now systematically
detains asylum seekers in prison camps at the border, including families with children, for the duration of the
refugee claim proceedings (European Council on Refugees and Exiles, 2017).
In 2017, the EU concluded a deal with Libya designed to strengthen Libya’s capacity to intercept migrants heading
for Europe, including the use of detention—ignoring reports from the Office of the UN High Commissioner for
Human Rights and other organizations detailing massive human rights abuses against migrants in Libya. Shortly
after the deal was concluded, the High Commissioner denounced Libyan detention centres as ‘an outrage to the
conscience of humanity’ where ‘thousands of emaciated and traumatized men, women and children piled on top
of each other, locked up in hangars with no access to the most basic necessities, and stripped of their human
dignity’ are routinely subjected to beating, rape and other forms of violence (Agence France-Presse in Geneva,
2017). Yet, in June 2018, the EU once again confirmed its resolve to reinforce externalization of border control
to North Africa—notably Libya—and Turkey, including detention and offshore processing in hotspots. Support for
these measures, far from being limited to right-wing populists, is now expressed by most mainstream EU govern-
ments (Dos Santos, Smith-Spark, & Frater, 2018).
In 2017, the United States government decided to systematically bring criminal charges against migrants who
enter ‘illegally’ (including asylum seekers), using this as an excuse to forcibly separate children from their detained
parents. Faced with an outcry against the separation policy, the US then sought to instead hold children with their
parents in immigration detention facilities for the duration of their asylum proceedings, which may last years. A
similar policy implemented by the Obama administration in 2014 was struck down by the courts, which decreed
that children (whether unaccompanied or accompanied) could not be held longer than 20 days. After a court
blocked the Trump administration’s attempt to impose long-term detention of entire families, the administration
now says that it will offer parents the ‘choice’ of remaining detained indefinitely with their children or of ‘consenting’
to their children’s release while the parents remain detained (Parker & Satija, 2018).
While there is a dominant trend toward more stringent measures and widespread use of immigration detention,
there is also resistance. There are calls for greater protection of vulnerable groups, particularly children, as well
as limiting recourse to detention and promoting the use of non-custodial alternatives. For example, Belgium (in
2009) and the UK (in 2010) announced that they were putting an end to detention of children, including families
with children. However, the UK still detains families in certain cases, while Belgium has announced plans to resume
family detention in 2018 (Opening Doors, 2018).
Detention in Canada
Detention centres in Canada are modelled on medium-security prisons. They are surrounded by razor wire fencing;
movement and all activities of detainees are rigidly controlled; observation by guards is constant; detainees’ per-
sonal effects are confiscated and anyone entering the detention centre is searched (Cleveland, 2015). Although
the average length of detention is around a month, there is no maximum time limit; in one extreme case, a non-
citizen was on immigration hold for 11 years. At the time of our research, children were routinely detained in
Canadian Immigration Holding Centres (IHCs). Mental health problems or other forms of vulnerability are gener-
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ally not grounds for release. The detainee population therefore includes highly vulnerable migrants, such as children,
pregnant women, and victims of trauma and torture. About a third of immigration detainees are held in maximum-
security jails along with the criminal population, primarily due to lack of space in dedicated immigration detention
centres. Our study pertains only to the latter type of detention in IHCs.
Compared to many other countries, conditions in Canadian immigration detention centres are relatively adequate
and allegations of mistreatment or abuse very rare. Yet, IHCs are carceral, ‘total’ institutions in which inmates are
subjected to pervasive, tight controls.
Immigration detention is one of the very rare situations in which children may be lawfully detained. Access to
psychological or social services is often extremely limited or non-existent, such that researchers generally do not
have the option of making an outside referral, as detainees are (literally) not free to consult other professionals
(aside from the privately contracted IHC physician) or community services. Concerns about children’s wellbeing
may provoke referrals to child protection services.
In Canadian IHCs, as in other carceral institutions, management response to manifestations of distress is often
increased control and surveillance. If detainees mention suicidal thoughts, standard policy is to place them in
segregation under 24/7 individual surveillance, either in the detention centre (in Montreal) or via transfer to a
maximum-security prison (in Toronto) (Gros & van Groll, 2015).
Symbolic Violence, Disempowerment and Mental Health
Our studies have shown that detention negatively impacts the mental health of both adults (Cleveland & Rousseau,
2013) and children (Kronick et al., 2015; Kronick, Rousseau, & Cleveland, 2016; Kronick, Rousseau, & Cleveland,
2018). These findings are consistent with studies conducted in multiple other countries (Bosworth, 2016). Although
the negative impact is even greater when conditions are harsh and/or detention is prolonged, a number of studies
(including ours) have shown that even relatively short detention in reasonably adequate conditions is harmful.
This may be attributed to two main factors: symbolic violence and disempowerment (Cleveland, Kronick, Gros, &
Rousseau, 2018).
Detention is experienced as a form of symbolic violence, through which migrants who have committed no crime
are subjected to a series of measures signaling social degradation, including handcuffing, constant surveillance,
searches and other severe restrictions on liberty and dignity. The symbolic violence is compounded by the fact
that the vast majority of migrants are racialized, originate from historically oppressed countries, and are often
poor, while the states imposing detention are often historic oppressors, largely white and wealthier.
Immigration detention is also consistently experienced as disempowering. Migrants are kept under coercive state
control for indeterminate periods while awaiting the outcome of administrative decisions which are most often
highly discretionary and based on opaque criteria. In countries such as Canada and the UK, where there is no
maximum time limit on their detention, migrants’ feelings of anxiety and uncertainty may be particularly intense.
Being detained at the pleasure of the state for an unpredictable length of time may be seen as an enactment of
power relations.
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Methods
Our larger study on the impact of immigration detention on the mental health of adult asylum seekers, conducted
by the second author (Janet) and two research assistants in the IHCs in Montreal and Toronto, started in July
2010. Early in 2011, we added a smaller study on the mental health of migrant families and children, conducted
by the first author (Rachel). Both research protocols included elements of observation in the field.
This portion of the study—which takes the data about researcher experience in the field as its object of inquiry—is
informed by a critical ethnographic stance. Ethnography focuses on generating understanding of everyday life in
specific social settings, including institutions, through participant observation, field notes, and interviews. Both
institutional and critical ethnography are preoccupied with “the institution and its effects, with a focus on mapping
the daily lived ‘relations of ruling,” (Billo & Mountz, 2016) thereby revealing implicit tensions, contradictions and
forms of power or oppression (Schwandt, 2007). As Timothy Mitchell suggests: “analysis of disciplinary power
must occur at ‘the level of detail’, or the scale of the everyday” (Billo & Mountz, 2016). Critical ethnography also
demands researcher reflexivity through the acknowledgement that the researcher is not a neutral subject outside
of the field of study, but rather a participant who is shaped by the research itself as well as social forces and in-
equalities that are manifest in the field. Because in this study as we are looking at detention itself, as well as the
experiences of researchers who are studying detention, a critical ethnographic stance was well-suited. As in au-
toethnography we are interested in the stories that were told in the field as well as the stories we told ourselves
about being in the field (Ellis, Adams, & Bochner, 2011).
Driven by our research question, we were especially interested in understanding the emotions recorded in our
field notes. As psychiatrists and psychologists we think that affective reactions can tell us about the object of ex-
amination as well as the clinician (here the researcher). In this paper a psychoanalytic stance is part of a larger
“psychosocial” paradigm that views individual psychic experience as being constructed and formed by “outer
worlds of social structural oppression” (Frost & Hoggett, 2008, p. 440). In this paradigm, emotions emerge in the
context of social relations and structures and only then become “individualized and internalized – built in to sub-
jectivity” (Frost & Hoggett, 2008, p. 442). In this study, we do not differentiate between notions of affect and
emotion, as some philosophers have (Massumi, 2015). But like these thinkers we are interested in how being in
the detention centre “is experienced in visceral, affective and embodied terms” (Frost & Hoggett, 2008, p. 443)
because we believe it can tell us something about the research process and the social conditions of detention.
Data were collected in two detention centre settings, one in Montreal and the other in Toronto. While interviews
and questionnaires with participants were the subject of previous papers, for this study our principal data were
ethnographic field notes, and other texts that were produced during our research such as emails and administrative
documents. We deliberately chose data sets for this study whose focus was on researcher experience as well as
on the detention centre staff’s reaction to our work.
During the studies each researcher in the field (Rachel, Janet and two research assistants) kept field notes after
each trip to the detention centres. These documented experiences, conversations and observations took place
during the visit or were related to the process of conducting the research. Over a 12-month period, Janet and two
research assistants visited the Montreal IHC 35 times and the Toronto IHC 22 times, for half-day periods. Rachel
was in the detention centre over a period of 6 months, spending approximately one half-day per week in the field.
Ethics approval for our studies was granted by the McGill University Faculty of Medicine IRB.
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Data were analyzed using both inductively and deductively generated codes, derived by the first author. The
ethnographic data were contextualized using previously published data that included detainee interviews and
questionnaires. Our analysis attempted to both identify content themes and also salient stories emerging from
the research process, and thus our orientation was both thematic and narrative.
To protect the confidentiality of the detention centre staff and key informants who peopled our field notes, we refer
to all as “staff” or “professionals” rather than identifying nurses, doctors, managers, and head guards. We use the
labels of “gatekeepers” or “decision makers” to identify players who are in greater positions of power. While the
elision of identities might limit some narrative detail and belie the power hierarchies at play in the centre, our hope
is that the central themes and research processes remain intact. The challenge of preserving confidentiality fits
into our larger dilemmas—discussed below—of conducting critical research without muting our findings, given
that access to the centre was precarious and, in the case of detention centre staff, their own jobs might be endan-
gered if we were to identify them.
Findings
Our data from the field are presented in three sections, each derived from the themes emerging in the analysis.
First, we examine the emotional responses evident in our field notes. Second, we elaborate on the carceral space
and its players and describe how the researchers negotiated with the institution. And third, we describe how our
research turned toward advocacy or humanitarian action and elaborate on the conflictual loyalties and ethical
imperatives that resulted.
Emotions in the Field
Like Bosworth and colleagues who speak cogently about feelings of self-doubt, guilt, anxiety, and sadness present
during and after their research with adult detainees (Bosworth & Kellezi, 2017; Bosworth & Slade, 2014), we were
confronted with our own distress as we bore witness to that of others. Often, we were torn between the desire to
help and the obligation to stay in our researcher role.
After an interview with a rejected asylum-seeking couple who had been detained without their young (Canadian-
born) children the first author wrote: “I cried at multiple points during the interview, especially telling them how
powerless I felt, unable to help them. It’s the most poignant interview I’ve done. The most loving couple, husband
stroking her hair, her holding his hand” (Field notes, July 26). In another interview, following the 3-month detention
of a mother, father and their two children, Rachel admits to being “overwhelmed” by emotions (as was the interpreter)
as the mother spoke: “at points, I find myself speechless when they spoke of the exploitation they experience”.
(Field notes, May 26)
Our distress led us to try to comfort and care for the families and children. On a few occasions, Rachel went beyond
the research protocol—which instructed giving participating children a box of crayons and parents a long-distance
phone card—and gave children multiple gifts and art supplies, or an extra phone card to an especially worried
parent. Similarly, Rachel’s field notes showed she was frequently physically affectionate with families:
When the family arrived . . . I stood up and hugged them both. The interpreter greeted them warmly. (Field
notes, May 26, 2011)
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The baby was moving constantly and wanted to grab everything to put in his mouth (lego, pens, my foot!)
. . . I frequently had to walk around the room with the baby in my arms to prevent him from screaming
and fussing. (Field notes, July 26)
Much as certain guards responded with physical affection to the children despite their role (Kronick et al., 2015),
we too were moved by families’ plights and children’s vulnerability to breach the distance of researcher-subject.
Emotional Responses to Gatekeepers
Strong emotions were present not only in response to detainees, but also in reaction to staff of the detention
centre. During visits to the detention centre, we were frequently angry at actions of the decision-makers, but
worked actively to keep these emotions hidden. For example, on one detention centre visit Rachel met with a
pregnant Afghani mother and her children—described as looking “very sick indeed . . . her lips were crusted and
dry like a hospitalized patient” (Field notes, June 17). Rachel’s frustration rose during the encounter when a staff
person would not permit a Dari-speaking guard to interpret for the mother (no outside interpreters were allowed),
and the mother was not permitted to lie down for an hour because the mother-child section was being cleaned.
Rachel spoke with another detention centre staff after:
I made pleasant small talk with Mr X . . . I realize I was trying to say: ‘look, we are the same, we work in
the same way.’ Perhaps this was my own reaction formation against my rage towards the institution. . .
The only thing I could do other than scream was make pleasant, superficial small talk. (Field notes, July
17)
Rachel also expressed empathy with decision-making staff, even when feeling angered, telling them on one oc-
casion, for example, that we understood “how difficult the situation [the detention of a child whose mental health
was deteriorating] was with such limited resources”. (Field notes, April 8)
The muting of our own emotional responses as researchers felt—or indeed was—obligatory. Given we had almost
no power in the context of the institution, and no means to ensure that detention centre staff would take measures
that were humanely indicated, we had to be agreeable and pleasant in hopes of influencing staff to take actions
which would be right for detainees. Further, as we will describe below, we had to be “nice” to ensure that our re-
search access was not revoked.
Emotional Responses to the Research
As researchers we were met not only with our own affective responses, but also the reactions of the detention
centre staff to our presence. At times staff seemed anxious about our potentially critical research. Rachel was
asked:
What is the research going to show? This is me asking [i.e. not the Canada Border Services Agency].
Because of course everyone hates detention. No one likes losing their freedom. (Field notes, March 22)
Another staff member half-questioned, half-stated: “I mean, it’s not so bad here?” (Field notes, June 17). It seemed
clear that staff were worried how the detention centre would be portrayed in the research and were hopeful that
our finding would be “not so bad.”
Staff also appeared nervous about children’s wellbeing, and hoped we could provide support. However, there
were also messages conveying—perhaps because of the anxiety about our potentially critical stance—that we
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were subject to surveillance, and under the constraints of the centre ourselves. One staff told Rachel “when you
went outside [in the courtyard with a family] it was written down.” The staff communicated that there were careful
records kept of all activity in the centre, but also that we were being closely monitored as researchers.
There were also moments when staff turned to the researchers, knowing we were clinicians, to relieve some of
their worries. In response to an asylum-seeking child’s deteriorating mental and physical health after two weeks
in detention, a staff person spoke with Rachel:
He asked—with much anxiety in his voice—if the IHC should consider involving “social services” (he did
not mention, as I had heard from the NGO, that the IHC had offered to the mother that she give her children
to youth protection). (Field notes, April 8)
Staff’s anxieties about the presence of children in detention was evident even before the study began. For example,
when Rachel was awaiting her security clearance, the detention centre management were concerned about the
welfare of three young children who had been detained with their mother after guards had reported that the
mother wasn’t adequately parenting the children. There was no social worker or mental health professional on-
site to assess the situation. Detention centre management are charged with making decisions involving children’s
welfare because the latter are in their custody. Because of the detention centre’s limited repertoire of responses
and resources to address detainee suffering and the understandable anxiety that provoked, it was agreed that
Rachel would conduct a clinical assessment and submit a report to the detention centre physician. This was not
a straightforward situation however, as we will discuss below: through intervening as clinician-advocates we
blurred our roles as researchers and also experienced conflicts of loyalty.
In summary, in the field we encountered the anxieties of professionals in the detention centres, both about our
potentially critical work, as well as regarding the children they were mandated to confine.
Institutional Dimensions
Close to a year of negotiation was required to get permission to carry out the research, followed by several months
of processing of individual researchers’ security clearance documents. Like all persons entering the detention
centre, we were subject to multiple controls on each visit to the IHC. The normal procedure was to send a fax in
advance; check in at the front desk, where staff verified that we had security clearance and had sent a fax; place
all but a few authorized objects in a locker; undergo a metal-detection search; and put on a vest identifying us as
a ‘volunteer’. Like the detainees, we had to be accompanied by a guard when moving from one section to another.
Doors could only be unlocked by the central control desk, at a guard’s request.
At one level, these control mechanisms can be viewed as mere minor inconveniences. But cumulatively, they
convey a strong message: should you fail to comply with each and every rule, there will be consequences. Eight
months into the study, for example, a research assistant was denied access to the detention centre because her
name had been (erroneously) left off the list of people with security clearance. Yet, all the guards recognized her,
as she had been visiting weekly, and were aware that she in fact had clearance. After lengthy negotiations, the
research assistant was allowed to access an office but not to enter the more heavily restricted area of the detainees’
common room—although everyone knew she was authorized to do so, and had been doing so for eight months.
Bosworth and Kellezi (2017) have described remarkably similar incidents during their study of immigration detention
centres in the UK.
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By contrast, the procedure was not as strictly applied to Rachel. For example, she was rarely subjected to the
metal detector search. It seemed her profession and perhaps even age and gender identity conferred some special
status at times. For example, even while expressing concerns about the research, a staff noted that the first author
was not a problem, per se, given she was a “young, enthusiastic doctor.”
Despite the discretion used to determine security procedures for each of us, we often felt frustrated by the staff’s
lack of flexibility as they followed the prescribed rules. While guards are not allowed to speak to detainees in lan-
guages other than English and French, Rachel asked them to help with a pregnant detainee who only spoke Dari.
Her field notes suggest she hoped her status as researcher/physician would convince them to bend the rules:
[The staff] emphasized a few more times that I should have brought an interpreter and that she couldn’t
help me. I asked if I could even have the [Dari-speaking] guard for three minutes. She said no. I could
feel my own heat and anger rising with her dismissive attitude and rigidity. This was perhaps one small
glimpse of how it feels to be a detainee. This woman did not know that I was “a doctor” or researcher. I
was just a visitor—a detainee’s visitor, making unreasonable demands. (Field notes, July 17)
The rigid rules often left us feeling powerless, while the unpredictable minor variations only reinforced our
awareness that our access depended on cultivating a good relationship and complying with institutional rules.
Despite frequent moments of frustration at the inflexible procedures and constant surveillance, we generally felt
compelled to bow our heads and submit. The IHC sometimes left those of us who were obviously least vulnera-
ble—compared with the detainees—feeling powerless and frustrated.
Conflicting Ethical Imperatives and Dual Identities: “Who Do You Represent?”
Just as the research itself was met by the IHC with some concern, our advocacy was received with significant
objection. One child whom we encountered during our interviews appeared to deteriorate in detention, compelling
us to advocate. The child, described elsewhere (Case 2, Kronick et al., 2015; Kronick et al., 2018), demonstrated
signs of poor physical and mental health during her three-week detention. We agreed as a research team that
we would provide a psychiatric assessment report for the lawyer who would represent the family at a detention
review hearing, documenting the mental health problems likely caused by her imprisonment.
In the week after the detention review hearing (in which our report was not invoked and the decision-maker ruled
that the family’s detention be maintained) Rachel attempted to return to the detention centre to interview another
family. A gatekeeper, who was involved in approving each of our visits, did not respond to the request and instead,
a few days later, sent an email expressing concern about why “a client’s lawyer is involved in your evaluations?”
The phone conversation with another gatekeeper following this email was summarized in Rachel’s field notes:
The staff person made clear that she did not understand what was going on. I had come in as a researcher
and suddenly I was writing reports and “working for” the lawyer. She asked me multiple times “who do
you represent?” I struggled (or felt I struggled) to explain that as a physician I did not “represent” anyone.
I was acting as a physician. The closest I came to “representing” someone was to try to act in the best
interests of the patient. [. . .] She kept returning to the point that this was “going beyond the research
project.” I tried to speak to the complexity of being a clinician-researcher. [. . .] By the end of the interview,
I felt we had not come to any agreement, and that she felt threatened by what I had done. And indeed I
am aware of the threat which her disapproval poses. She has the power to stop the study. (Field notes,
April 8)
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Another staff member who became aware of the situation asked Rachel “Do you want to help [the family] or to go
to war?” The research team had heard rumours that, in the past, staff had lost their job after taking an advocacy
stance for detainees. We had also been told that the detention centre physician never provided expert medical
reports and that he had 'lasted' much longer than any of his predecessors. As mentioned in her field notes, all
this led Rachel to feel that “if I advocated on behalf of detainees my access as a researcher would be under threat”
(Field notes, April 8).
Following this incident, we renegotiated our access with gatekeepers. Because concerns were expressed regarding
the blurring of our roles as researcher and clinicians, as well as our communication with lawyers, we agreed to
cease providing assessment reports to detainees and their lawyers and to speak directly to the IHC health profes-
sionals if we had medical concerns. Thus in order to preserve our access to the centre as researchers we agreed
outright to curtail any interventions that were “outside” of the research, specifically any actions that involved advo-
cating for participants. Our work to advocate for individual detainees was silenced by the larger agenda of our
research.
Surveillance in the Field
The incident not only changed our actions in the field, it also impacted our sense of our work. In her field notes,
Rachel wrote about a sense of being watched when a staff asked to speak from his landline (rather than his cell
phone):
The thought occurred to me that the phone conversation might be recorded, bugged . . . I feel under
surveillance. Unsure of who is watching, listening, keeping record. Unsure of how my words will be used.
(Field notes, April 8)
Although we do not believe that any conversations were recorded, the entry reflects the emotional impact of our
immersion in the detention centre environment. The sense of surveillance is experienced by the research team,
as Rachel expresses in an email to co-authors about her anxieties emerging from the advocacy incident:
I have been feeling such self-doubt about how things unfolded and have questioned if I made mistakes
or acted inappropriately. In fact, I think that is probably an introjection of the surveillance and discipline
of the institution. I am left with this feeling that I have not properly policed myself. (Email, April 10)
The feeling of paranoia is understood by Rachel in her field notes as a kind of panopticism (Foucault, 1977). As
Judith Butler (1997) writes, for Foucault “the prisoner is subjected ‘in a more fundamental way’ than by the spatial
captivity of the prison (1997, p. 85). The prisoner “becomes the principle of his own subjection” (Foucault, 1977,
pp. 202-203, as cited in Butler, 1997, p. 85). As a researcher, Rachel feels disciplined by the institution, but like
Foucault’s prisoner, she takes inside herself this disciplinary gaze. The atmosphere of distrust that seems to un-
derwrite the detention setting is internalized by the researcher.
The conflict over our advocacy for the child patient exposes the challenges of advocating for the protection of in-
dividual children in the context of conducting detention research. The institution’s mandate to confine, and
sometimes expel children and families appeared threatened by our attempts to advocate for release of one child,
and in turn, the gatekeepers suggested that our access would be withheld. Potential activism was silenced. We
were in relative positions of power and safety, compared to the detainees, and yet the institutional culture of the
centre left us feeling precarious and expellable.
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Discussion
In this paper we were addressing three interrelated questions. First, we wanted to understand the emotional effects
of doing detention research. Secondly, we wondered how we managed our dual roles and obligations when faced
with our own feelings and the suffering of detainees. And lastly, we asked what our own affective experience can
tell us about how the detention centres work.
The results highlight two important challenges associated with conducting research in Canadian immigration de-
tention centres. First, it was an emotionally turbulent process that provoked reactions in the researchers, and in
the detention centre staff. As researchers, we both suppressed our negative emotions towards the institution and
staff, while also sometimes crossing the boundaries of our researcher role in an attempt to alleviate the suffering
we witnessed. The staff’s response to our presence revealed their own sense of vulnerability, their wishes to avoid
criticism, and also how the disciplinary practices of the centre—surveillance and control—were used to contain
(and limit) the research. It also revealed how our gaze was destabilizing to a certain extent for them. Second, we
were facing contradictory demands. During the field visits our own sense of ethical obligation to intervene when
we felt the participants were not emotionally safe was in conflict with our contractual obligation to comply with the
implicit terms of our access authorization: to withhold from intervening and conform to detention centre rules and
practices. We argue that these two challenges are interrelated and part of a common dynamic, elicited by the
unique context of detention systems, which follow a disciplinary logic (Butler, 1997).
The Unique Context of Detention
The basic facts of an immigration detention centre make it a place where strong emotions and ethical challenges
are apt to appear. Functioning as “total institutions” (Goffman, 1957), immigration holding centres are spaces
where “whole blocks of people” (p. 314) are restricted in their freedom, expected to follow rigid and strict rules
overseen by an organizational hierarchy of authority over which detainees have no control. Entering such a
space—where an often-arbitrary structure is designed to coercively control an innocent, non-criminal population—the
researcher has good reason to experience strong emotions. As Bosworth and Kellezi (2017) write, “transforming
human beings into bodies that can be expelled is not just a legal but also a symbolic and affective endeavour.
Denial and rejection, inherently, are painful to endure and to witness” (p. 131). Detainees are of course the most
impacted, but as we see in our findings researchers and detention centre staff are also touched by the “affective
endeavour” of confinement.
Bosworth (2013) suggests that immigration detention is a sort of “‘hybrid space’ . . . in which the population is
marked out and governed by their precariousness” (p. 162). “Lived insecurities” become a hallmark of life in de-
tention—and the era of mass mobility—both for detainees and staff (Bosworth & Slade, 2014, p. 181). As re-
searchers and participant observers, we were pulled into this experience of insecurity. Our sense of the insecurity
of the research’s status, knowing we could be expelled from the site if we deviated from the norms, put us in a
position of “dual loyalty and role conflict” (Zion, Briskman, & Loff, 2012, p. 69) which we discuss further below.
Dual Loyalties
For health professionals, their patients’ best interests outweigh all other considerations, always (Physicians for
Human Rights, 2011), and “while the term “dual loyalty” may imply equivalence between a medical professional’s
loyalty to the patient and loyalty to third party interests, no such equivalence exists” (pp. 7-9). In the context of an
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ethic of care, anyone who witnesses abuse or violence has a moral responsibility to try to stop or attenuate the
harm: “To witness an abuse means to become responsible for taking some form of action in response” (Fleay &
Briskman, 2013, p. 114). This responsibility would clearly extend to researchers—whether or not they are health
professionals.
Medical professionals providing services in immigration detention centres may face a variety of pressures from
immigration authorities, particularly if, in addition to providing individual care, they point out the need to modify
conditions that are detrimental to detainees’ physical and mental health. In Australia, for example, clinicians who
spoke out against harm to detainees and policies of immigration detention usually had contracts terminated or
not renewed (Brooker, Albert, Young, & Steel, 2016).
Research ethics recognize that priority should be given to participants’ safety, particularly in the case of children.
In child abuse and neglect research researchers have the obligation to put the child’s best interests above their
commitment to confidentiality, for example. But what if this happens in a study that is not about child abuse, but
uncovers the inherent harms to children of a particular institutional setting, in this case immigration detention?
Beyond physical signs of abuse, how does one determine that a child (or adult) is emotionally unsafe, and what
constitutes potential maltreatment, particularly when it is perpetrated by the state? If we bear witness to the op-
pressive (and perhaps even abusive) system as researchers, are we not complicit if we do not intervene?
Empathy and Ethics
Emotions may be seen as tools that help us to feel the pain of the Other, playing a key role in supporting moral
action (Hoffman, 2001). This is certainly the case in advocacy processes, which are not only rational but often
driven by emotion. In the detention context, the strongly loaded emotional experience was a valuable source of
information and suggested that all involved parties were, to some degree, feeling that something was not quite
right. The compelling need to act to protect the subjects, rooted in this empathic stance, was, however, putting in
danger the alliance with the detention centre staff, who felt criticized and betrayed.
Our results suggest that researchers have to navigate a fine line between becoming accomplices of an abusive
system, and minimizing breaches of their research contract. They also underline that emotional interactions among
all involved parties should be closely heeded, as they may (and should) inform action, but can also lead to splitting
and self-justification.
In the field of refugee research, Mackenzie, McDowell, and Pittaway (2007) have stated that “researchers need
to move beyond harm minimization as a standard for ethical research and recognize an obligation to design and
conduct research projects that aim to bring about reciprocal benefits for refugee participants and/or communities”.
Mekki-Berrada and colleagues (2001) acknowledge that “for ethical reasons, interviewers [working with refugee
families] cannot totally distance themselves from the expectations of the respondents, from the empathic nature
of the relationship, or from the need to help provide appropriate psychosocial support” (p. 52). Further, the obligation
to protect from harm must “override any wish to protect a project from accusations of bias or interference”
(Mackenzie et al., 2007, p. 310).
During our research, our strong sense of moral obligation toward detainees—emerging not only from our profes-
sional obligations to attenuate harm, but also from our strong emotional reactions—directed our actions of subversion
and advocacy, though they came at a cost. As Rousseau and Kirmayer note: “the question [. . . ] shifts from “How
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can we avoid complicity?” to “To what degree will we compromise and at what cost?” This shift entails mourning
the limits of our benevolence and acknowledging with some lucidity the ways in which we harm, even while intending
to help” (Rousseau & Kirmayer, 2010, p. 66).
While Canadian government officials have suggested to us that our study played a role in recent policy changes
aiming to reduce the detention of children, we still ask: what if we had had less fear of the institution’s disciplinary
power and had resisted conforming to the research contract? Would completely subverting (and abandoning) the
research in favour of an activist’s stance have better served the detainees we encountered? This raises complex
questions not only about ethical decisions within the research protocol but also about the uses of academic research
itself, particularly when the aim, in addition to understanding, is social and political change. Was our research
“useful” enough that it justified our actions?
We are also cognizant that bearing witness to detainees’ distress without being able to help them often induces
feelings of guilt, as other researchers in the field have pointed out (Bosworth & Kellezi, 2017). Although our inter-
ventions to protect children were, in our view, clinically and morally warranted, we can also ask how much they
reflected a response to intolerable feelings of guilt and powerlessness.
Trustworthy Research in a Polarized Setting
The transgression of our researcher positions threatened our access but also imperiled our even-handed relationship
with detention centre staff. What if we—even unconsciously—were dismissive of facts inconsistent with our em-
pathic feelings towards detainees? Just as Bosworth notes that “nobody wants to admit to toning down their as-
sessments” (Bosworth, 2014, p. 55) of detention settings to placate gatekeepers, neither should we ignore the
risk that our strong empathic alliance with detainees might narrow our vision.
In a polarized setting such as an immigration detention centre, where our empathic responses are strong towards
detainedmigrants, keeping open to multiple perspectives is essential for us to build a full and complex understanding
of the institution (Liebling, 2001). In carceral settings, many researchers have been particularly concerned with
appearing ‘neutral’ and ‘objective’, perhaps in part because their publications are likely to be read by government
bureaucrats on whom their access to prisons depends (Drake & Harvey, 2014; Jewkes, 2012, 2014). Fine (2006)
argues in favour of “strong objectivity—achieved when researchers work aggressively through their own position-
ality, values and predispositions, gathering as much evidence as possible, from many distinct vantage points, all
in an effort not to be guided, unwittingly, by predispositions and the pull of biography” (Fine, 2006, p. 89). Quoting
Lillian Comas-Dias, Fine continues: “The ethnopolitical approach requires psychologists to act as change agents,
asking them to examine the political and social costs and benefits of their interventions . . . taking sides is not bias
but an ethical choice . . .” (Fine, 2006, pp. 1322–1323). Much as we strove for even-handedness, such a stance
is not straightforward when one is studying a disciplinary institution and hoping that the research will incite change.
Spaces for Critical Reflection
As others have suggested (Bosworth & Kellezi, 2017; Liebling, 2014) our findings support the notion that research
with detained migrants should include forums for self-reflection. There is a need to “work through” traumatic ma-
terial, acknowledging both the negative impact this might have and the potential for vicarious post-traumatic growth
(Cohen & Collens, 2013). Through this self-reflection, researchers would record and analyze their relationships
with the participants. This is not with the goal of divorcing themselves from those relationships personally, but of
gaining a better understanding of how they fit into the context of the research and how they may be sources of
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knowledge themselves. In other words by rendering the affective responses to the research and the carceral
space more conscious, the aim is not to protect against bonds with participants but to ensure that such bonds are
met with self-reflection. This will not resolve the profound challenges of conducting critical research in a “total in-
stitution,” but can help make unconscious reactions, and power structures, conscious.
The strong emotional reactions of the detention centre staff also suggest that there is a need for critical spaces
of reflection in the IHCs themselves, all the more so because staff—especially management—are faced with sig-
nificant decisions impacting the wellbeing of detainees. Detention centre staff, like other government officials, may
be left feeling “fearful of the consequences of acting humanely beyond (and sometimes within) the terms of their
employment” (Gill, 2016, p. 137). As Crepeau and Nakache have suggested in the context of the refugee deter-
mination system in Canada, there is a need for the creation of “critical spaces . . . as spaces of debate, interaction
and of decision” (p. 51) in IHCs. Others have highlighted the importance of training for CBSA and detention centre
staff (Gros & Song, 2016). However, for such training to have impact we believe it would require ongoing spaces
of self-reflection and debate. Creating such spaces would be complex and challenging given the emotional tensions,
disciplinary culture and “affective” climate we have observed in the IHCs. A sense of emotional safety would
likely be needed to foster reflection, and staff would need to feel held empathically before they could decenter
themselves and reflect critically on their experiences and decision-making.
Conclusion
Research in an immigration detention setting is difficult. From securing access to the site, to facing the realities
of its detainees, to grappling with the strong emotions that “live” in disciplinary institutions, researchers are faced
with complex ethical challenges and often contradictory obligations. As Bosworth notes, “the relationship between
understanding and reform is not a simple one” (Bosworth & Kellezi, 2017, p. 17). While academics may strive to
produce trustworthy and nuanced accounts of detention settings they are faced simultaneously with the imperative
to do what they can to protect detainees. Spaces of critical reflection are needed to consider and contain the
strong emotions evoked in all parties, especially given that emotions inform action, and also because of the de-
fensive bias they often introduce. Further, as political and critical researchers, we must ask questions about re-
search’s role in bringing about social change. This study suggests that, in our contemporary climate in which mi-
gration is frequently securitized and criminalized, researchers and activists will continue to be challenged by dual
loyalties and the complexity of studying and resisting disciplinary institutions.
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The relationship between activism and social research constitutes a longstanding source of debate. In the mental health and
disability fields, this tension has specific connotations: User-survivor activism is premised on the priority of first-hand experience
over detached, ‘objective’ knowledge. Personal experience is the foundation for the specific and irreplaceable perspective that
users and survivors bring upon issues of interest. Considering this, how do user/survivor activist groups relate and collaborate
with academically oriented researchers who lack a first-person encounter with psychiatry? Drawing on my participant observer
role in a user-led activist group in Chile and through three ‘reflexive vignettes’, in this paper, I retrospectively trace how my
interests and presence were received, negotiated and contested by users and non-users in the field. The findings describe
three episodes in which my own status - and that of others participating ‘in the name of research’ - was interrogated. Although
the group was open to anyone, boundaries emerged in response to specific demands from external agents interested in
participating. A sense of ‘personal connection’ with the aims and nature of the group was one of those boundaries. In parallel,
professional members had their own way of signalling their legitimacy, usually through a self-critical, anti-professional and
anti-academic attitude. Doubts about my commitment to the group emerged as fieldwork progressed. The vignettes map the
tensions that I experienced, the efforts I made to navigate them and the way they affected my disposition towards the group.
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required from researchers interested in this field is reflexivity to navigate the interface between academia and activism, honesty
about the limits of academia and openness towards the contingent outcomes of an encounter with activism.
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Discussions around the continuity or discontinuity between ‘activism’ and ‘academia’ have been part of the social
sciences since their inception. This tension has specific characteristics in the context of mental health service-
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user activism, where priority is given to first-hand experience over detached, ‘objective’ or ‘expert’ knowledge
(Noorani, 2013). First-hand experience is usually a marker of membership across activist groups and the foundation
for the specific and irreplaceable perspective that users and survivors bring upon issues of interest. How, in this
context, do service-user groups relate and interact with academic researchers who do not have a direct experience
with psychiatric services?What are the boundaries that link and differentiate activism and academia in this context
and how are they negotiated in concrete situations?
Over the last eight years, I have worked in mental health settings and conducted research into different social
aspects of the Chilean mental health field (Mascayano & Montenegro, 2017; Montenegro, 2011; Montenegro &
Cornish, 2015, 2017). In 2015, I spent three months participating in the activities of Agrupación Libre Mente (ALM),
a user-led activist organisation, with the aim of understanding their main concerns and forms of collective action.
This exploration resulted in a published paper that describes how ALM actively rejected the parameters of ‘civil
society engagement’ defined by the mental health system, demonstrating, through conversations and decisions,
a will for self-differentiation in response to expectations about their role (Montenegro, 2018).
The reflexive dimension of this research process - my own engagement with the group and what I perceived to
be their perceptions about me - remained somehow marginal in that account. But over time I came to realise that
my presence was an opportunity for the group to play out its own boundaries, this time in relation to social research
and, more importantly, social researchers. I also realised that the contingent nature of this relationship differed
from similar attempts and reflexions in the literature (Cresswell & Spandler, 2013).
In this article, I want to retrospectively unpack how my interests and presence were received, negotiated and
contested by a service-user group engaged in activism. Using the model of the ‘reflexive vignette’ (Langer, 2016),
I present three fieldwork episodes in which my status - and that of other participants who identified as social re-
searchers - was interrogated, and the efforts I made to articulate the legitimacy of my goals and to secure the
continuity of my participation. The discussion articulates the lessons contained in each vignette with respect to
the relationship between activism and academia in this field. In the conclusions I reflect on what can be learned
from my experience in order to engage in the sociological study of activist practices in mental health, responding
to current debates about the interface between social research and service-user activism (Cresswell & Spandler,
2013; Rose, 2008a; Russo, 2012; Russo & Beresford, 2015). Rather than providing a comprehensive overview
of the findings of the fieldwork, my aim with the vignettes is to illustrate the argument of the article.
Activism and the Chilean Mental Health Field
While the autonomous organisation of mental health service users and survivor groups is a stable feature in dif-
ferent countries of the Global North, in Latin America this is a recent and under-researched phenomenon. Available
studies and policy documents usually place the actions and concerns of users alongside those of professionals,
caregivers and other allies, under a common horizon of advocacy, usually oriented towards the expansion of
mental health services (Ceriani, Obiols, & Stolkiner, 2010; Zaldúa et al., 2012). However, over recent years, an
intense politics of dealignment is taking place: between users and families, between users and advocators, and
between different user groups with opposing political orientations (Montenegro, 2018).
The first expressions of service-user collective organisation in Chile started in the late 90s with the creation of the
National Association of Users of Mental Health Services (ANUSSAM). ANUSSAM was the outcome of the efforts
of users working in high profile family organisations, born in the context of deinstitutionalisation (Montenegro &
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Cornish, 2017). For this process to consolidate the definition of mechanisms to legitimise coercive measures in
the community was indispensable. The ‘Commission for the Protection of the Rights of Persons with Mental Ill-
nesses’ was thus born, requiring the representation of a service-user organisation alongside other professional
groups (MINSAL, 2000). The match between this legal demand and the prior organising efforts of users within
family organisations gave birth to ANUSSAM (Montenegro & Cornish, 2017).
Since its inception in 2001, ANUSSAM has been the main user-led advocacy organisation in the country. Its role
is to represent users vis-a-vis different government agents, including the Ministry of Health and the National Dis-
ability Service. However, over recent years alternative expressions of activism have emerged at the margins,
under the influence of two relatively distinct processes. On the one hand, the disability rights movement has seen
a growth in support over the last few decades, particularly after different Latin American states signed the Con-
vention for the Rights of Persons with Disabilities (CRPD) (Angel-Cabo, 2015; Figueroa, 2017b). Several efforts
have been made to harmonise national legal frameworks and the Convention, with a parallel articulation of advo-
cacy actions across the country. In Latin America mental health issues are usually framed as psychosocial disabil-
ities and, through this lens, the vocabulary and political horizon of the CRPD have penetrated debates about
mental health services and the right of self-determination, self-expression and the autonomy of users (Figueroa,
2017a; Minoletti et al., 2015; Observatorio de Derechos Humanos de las Personas con Disacapacidad Mental,
2014).
On the other hand, a burgeoning ‘anti-psy’ scene has emerged in the country, particularly within academic psy-
chology, partly influenced by the work of Chilean philosopher Carlos Pérez-Soto (2012) and the critical community
psychology of Domingo Asún and others (Domínguez, Kornblit, Rovira, & Asún, 2002). Their work has mobilised
a sense of exasperation with the role of psychological knowledge and techniques in the production of ‘neoliberal
subjects’ adapted to post-dictatorship Chile, in the school and at work (Pavón-Cuéllar, 2017). Simultaneously,
these ideas have resonated with the political values of a generation of students who participated in the waves of
protest sweeping the country over the last few decades (Cabalin, 2012).
Both scenes help to explain the political and organisational style of Agrupación Libre-Mente and its view of insti-
tutions and professionals, aspects that are developed in subsequent sections. Prior to this, key elements in the
literature on service-user activism are discussed, in order to situate the study.
Tensions Between Academia and Activism
The relationship between academia and activism has been debated since the origins of the social sciences. Whilst,
for Marx and Engels’, dialectical materialism was simultaneously a science of society and a tool of its transformation
(Engels, 2012; Marx, 1990), Weber (2008) claimed that science and politics responded to different and irreducible
calls linked to differentiated spheres of action in modernity. Recent calls for activist scholarship have questioned
these boundaries (Maxey, 1999) through integrative epistemological and methodological frameworks (Croteau,
Hoynes, & Ryan, 2005; Hale, 2008; Smith, 1990).
Activism itself is a very wide concept that includes different goals, strategies and scales. While in many cases a
shared vision of social transformation allows for the integration and hybridization of academic and activist orienta-
tions, in other cases knowledge and expertise themselves are key objects of contention, such as in the mental
health service-user and survivor movement (Coleman, 2008; Everett, 2000).
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User-produced knowledge and 'lived-experience' (Rose, 2008b) are key aspects of the autonomous service-user
activism developed in different English-speaking countries over several decades (Campbell, 1996; Crossley, 2006;
Hughes, 2006). For Faulkner (2010), engaging in knowledge production ‘has the potential to empower people, in
that it gives us the opportunity to, as it were, reverse the “research gaze” and to use research for our own purposes’
(p. 37). While overlapping with the so-called ‘era of the patient’ in medicine (Reiser, 1993), in the context of psy-
chiatry lived-experience, not only enriches a clinical approach but it becomes a fundamental ground to dispute
the authority of psychiatric knowledge and the very notion of ‘the patient’ (Lester & Tritter, 2005; Noorani, 2013).
The specific perspective that service-users bring to matters of shared concern is based on their direct experiences
of use - and abuse - at the hands of service providers and broader institutional frameworks. The centrality of lived-
experience complicates the simple crossing of activist and academic boundaries. This has prompted the creation
of hybrid platforms such as Mad Studies, defined as ‘a project of inquiry, knowledge production, and political action
devoted to the critique and transcendence of psy-centred ways of thinking, behaving, relating, and being’ (Menzies,
LeFrançois, & Reaume, 2013, p. 13). Taking distance from anti-psychiatry and other academic polemics, Mad
Studies ‘takes as its principal source, inspiration, and raison d’être the subjectivities, embodiments, words, expe-
riences, and aspirations of those among us whose lives have collided with the powers of institutional psychiatry’
(Ibis).
Although Mad Studies exemplifies a way of understanding the relationship between political and academic com-
mitments in the field, it is still a very localised enterprise mostly situated in English-speaking countries. Moreover,
the relationship between ‘experience’ and expertise has been debated (McKevitt, 2013; Meriluoto, 2018). Experience
is a heterogeneous category whose form and validity are associated with other markers such as class and gender
(Kelly, 2017). The position from which an experience is conveyed is not unitary, receiving modulation by the
practical situations taking place to an individual or a group (Jones & Kelly, 2015). As stated by Schrader et al.
(2013), the ‘mad’ identity that some of these movements claim is not an intrinsic, defining feature but an ‘active
and thoughtful positioning of the self with respect to dynamic social narratives regarding mental difference and
diversity’ (p. 62).
Across the Global South, experiences of service-user activism are emerging, responding to local concerns,
drawing on different forms of solidarity and developing unique trajectories of self-differentiation that reconfigure
the links between experience and membership. What is the situation of social research(ers) in these processes?
How do these groups deal with the concrete presence and the interests of academics? What does this say about
the way the relationship between activism and academia has been conceptualised in western countries?
Rather than a systematic answer to these questions, in this paper, I reflect onmy academically oriented engagement
with a group of service-user and non-user activists in Chile. Consideringmy experience and the interactions between
other researchers and the group I aim to unravel some of the concrete ways in which the boundaries between
activism and social research are negotiated in this specific field. Deeply testimonial in nature, the findings are
modelled around the ‘reflexive vignette’ (Langer, 2016), a methodological and analytical tool for the retrospective
reconstruction of the experiences of researchers in the field. This tool is described in the next section.
The Function of Reflexivity and the Research Vignette
Although reflexivity has long been part of the toolbox of qualitative social research, recently there have been attempts
to problematise its scope. Especially in health, the notion has been formalised as a way to reduce bias and
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recognise the influence of the researcher in the field, a version that Kuehner et al. (2016) describe as ‘weak re-
flexivity’. In contrary, as stated by Hervik (1994) reflexivity is not an ‘internal’ feature of the researcher but forms
part of the “intersubjective context of fieldwork’ (p. 60).
According to Hammersley and Atkinson (2007), during fieldwork, the researcher ‘will be channelled in line with
existing networks of friendship and enmity, territory and equivalent “boundaries” (p. 59). This is relevant in the
context of emergent activisms, where political affinities are in the making and the roles of academia and ‘research’
are disputed. A careful consideration of the dynamics of encounter, insiderness, and outsiderness experienced
researchers are, therefore, not a supplement to the description of practices (Labaree, 2002) but rather a window
into the boundaries defining activist spaces (Casas-Cortés, Osterweil, & Powell, 2008; Lichterman, 2017).
Langer’s (2016) ‘Research Vignette’ is an attempt to operationalise this stronger form of reflexivity. In its most
basic form, the vignette is the description of specific episodes experienced while conducting research. It is
grounded in an understanding of interviews and other methods as instances of situated and shared construction
of meaning, exposing the experience of the researcher as the basis for a more accurate description of the field.
This retrospective analysis is not developed from a fixed position. For Langer (2016), ‘reflexivity does not refer to
a solid researcher-subject but has to take into account that this particular subject is constituted performatively in
the interview interaction with the interviewee’ (p. 745) or, as in my case, in the process of participant observation
and the complex interactions it entails. The unsettledness of the research-position becomes a source of information
about the field. For Devereux, whose work directly inspires this call for stronger reflexivity, a primary source of
data for the social scientist is ‘the behavior of the observer: His anxieties, his defensive maneuvers, his research
strategies, his ‘decisions’ (= his attribution of meaning to his observations)’ (Devereux, 1967, p. XIX). Following
this, the following vignettes want to allow the reader to understand
a. how my presence was received, negotiated and contested by members of ALM and
b. how, in response, I tried to articulate the legitimacy of my goals and to secure the continuity of my
engagement in the group.
In each vignette I highlight (i) the ways in which me and other members participating ‘in the name of research’
(Clough, 2004) were received by a very diverse group, (ii) the issues they brought to bear on their interrogation
of the researcher’s position, (iii) the way in which I sought to respond and (iv) the outcome of this particular inter-
action in the context of my evolving relationship with the group. But in order to understand the context of these
situations, I will first describe how I approached the group and what were its characteristics during the time I spent
with them.
Approaching the Group
First Contact
Between July and September of 2015, and in the context of a larger project about the emergent forms of collective
action by service-users in Chile, I conducted participant observation with a group named Agrupación Libre Mente
(ALM). I knew them through their Facebook page where they shared different activities.
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I first contacted ALM through Ramon, an ex-user and disability rights activist whom I had met a year before in the
context of my participation in a study evaluating the quality of care and the respect of the human rights of users.
I explained my research project to him and, after consulting with the group, they allowed me to attend their
meetings. I flew back to Santiago at the end of July 2015 and three days later I participated in my first meeting.
I participated in 17 meetings with the group including nine regular weekly meetings, two extraordinary meetings
(focused on specific projects) and six other events and activities involving specific members of the group. This
amounted to 70 hours. I interviewed five of its members (service-users). Through field notes I recorded conversations
and other aspects of the meetings, focusing on how the group described itself. In parallel, I followed the groups’
social media activity, before and after fieldwork.
The Group
ALMwas the result of a transformation of a prior group composed of psychologists and other professionals engaged
in the growing ‘anti-psy’ scene in the country (Montenegro, 2018). Ramon was the first member with a direct ex-
perience with psychiatry. He wanted to transform the group into a user-led and user-oriented initiative, but ALM
was open to anyone interested.
The number of participants in ALM’s meetings fluctuated between 7 and 15. Participants who did not describe
themselves as users or ex-users worked in mental health or related fields, in different levels and locations, and
some were involved in other forms of activism. In terms of age, gender and background, the group was very diverse.
Those who described themselves as users and ex-users in the group shared stories of neglect, abuse and manip-
ulation by mental health professionals. All of them were working to regain control over their lives. Still, their per-
spectives on psychiatry were diverse, with no set of agreed-upon principles. Above any other goal, they wanted
to work together.
In one of our first conversations, Ramon emphasised how the meetings provided a space of authentic encounter
that transcended clinical definitions, and how that was the foundation for empowerment and collective agency.
Several months after concludingmy fieldwork, and while walking together in London for a meeting with local activists,
he expressed concerns about the sudden increase of researchers and other ‘non-users’ in ALM’s meetings. Long-
term user-members felt increasingly alienated and wanted their own, exclusive space. My engagement with the
group broadly coincided with this growing concern, a process that the following vignettes aim to reveal.
Findings: Three Vignettes From the Field
Vignette 1: ‘We Only Accept Participants, not Observers’
During fieldwork, ALM met every Monday at an anarchist bookstore in central Santiago. The meetings lasted
around 2 hours. While there was no predefined structure, they started with a round of lengthy introductions that
provided themes for further conversation. Whether old or new, each participant received the same level of attention.
The composition of the meetings, involving users, ex-users, non-users and guests, produced lively conversations
(Montenegro, 2018).
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Two psychology students came to one of the meetings to conduct research on the group. A social psychology
assignment required them to investigate an ‘active minority’ and, they thought, ALMwas a perfect example. Ramon
explained that the group needed to decide upon their participation. The students kept asking ‘research’ questions
and Ramon, finally, advised them to submit those questions via email because ‘the meeting had a different purpose’.
After the interruption the conversation moved to the organisation of the Mad Pride Parade, the first such event in
the country, organised by ALM. A discussion ensued about using the word ‘mad’. Some members felt that this
could be offensive and alienating for other service users. The conversation revealed deep differences of opinion
on fundamental matters, drawing the attention of the students.
Student 1: After hearing all of you I noticed that everybody has a very specific perspective. How do you
manage to have a shared view of social or other problems?
Valeria [psychologist and long-term ally]: You mean how do we reach a consensus?
Raul [psychologist and long-term ally]:We just know each other for a long time and, slowly, we have
developed certain ideas together.
Student 1: Yes, I understand, the meetings are important and that you know each other and all that, but
where do your ideas come from, do you take lessons somewhere?
Raul: Look, here the craziest teach the least crazy, and that’s it.
The students‘ questions and concerns contrasted with the flow of the conversation. Other participants began to
talk simultaneously - something that rarely happened. The students directed their questions to the members they
thought were most fit to respond: Raúl, a psychologist and ally, and Ramon. They wanted to define the group
through its aims, tracing the group back to a shared position on different issues.
However, as the quote reveals, the group resisted. The conversation moved back to the parade and the risk of
appropriation of service-users voices, considering that the event was open to everybody and that the aim was to
gather people and support. The students wanted to be there, to which Claudio, a user, responded, partly joking:
‘but in the Parade, we only accept participants, not observers’.
I could understand and somehow share annoyance of the group faced with these untimely observers. Their approach
lacked skill and sensitivity, there was no attempt to participate and it felt like an empty attempt to get their homework
done. But I could also see the similarities between my situation and theirs. In what sense was I different?
After a while, Mariela, a professional, asked the students if they were only interested in the group because of their
assignment or if they had a personal connection with mental health. In response, they highlighted how ‘critical’
their academic training was. Mariela replied ‘in any case, you should be involved with the group beyond that as-
signment of yours… that could actually make you better psychologists’.
This episode revealed the discontinuity between the questions and requirements of these observers and the way
the group understood itself. Being ‘critical’ - within the confines of psychology - was not enough. While not a pre-
condition for participating in the meetings, a ‘personal connection’, emerged as a relevant boundary, a way to
differentiate ‘observers’ from ‘participants’. While I was not directly implicated in the situation, and while I had a
relatively secure position collaborating with the coffee shop project, the episode revealed the fragile situation of
those participating ‘in the name of research’ (Clough, 2004), anticipating some of the issues that I faced afterwards.
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Vignette 2: ‘An Exception to the Rule’
In the meetings, professionals were usually dealt with through the function they accomplished for the group. Ear-
lier on, somebody brought a formally dressed lawyer to advise the group around the legalities of the coffee shop.
Several attempts to incite a more ‘human’ side to him failed, including jokes about the need to upgrade the dress
code for the meetings. A personal connection was not required in this case: he knew things the group did not,
things the group needed to know and, on that basis, he had a place in the meeting,
It was different for psychologists and other mental health professionals. Their lack of a direct experience with
psychiatry meant that they needed to legitimize their position. In several occasions a self-critical stance emerged
as a mechanism of legitimation, but there was diversity in this. Some expressed a desire to learn about real people
in order to overcome the limitations of academic psychology. Others denounced the psy-disciplines as aides of
neoliberalism and framed their own role as collaborating with the ‘revolution of the mad’. But through diplomatic
or critical distance, a professional background was still useful to position themselves within the group.
A new participant came to a meeting, and the group had a very specific reaction, one that involved me directly.
She was around 30 years old and, although she had suffered a mental breakdown at an early age, she did not
consider herself a service-user. She had studied sociology but never saw herself as one. At the moment, she was
exploring the healing powers of plants. Most of the members shared a clear disdain for medicine. The idea of
finding cures for personal ailments without relying on what they called ‘pharmafia’ produced an intense conversation.
Renata, a user and former biology professor, who usually insisted on her love for science, asked her if she had
ever worked as a sociologist. Constanza replied:
Constanza: I studied sociology but please don’t think that I believe myself to be a sociologist. I finished
my studies and now I do other things.
Ramon: That’s great!
Natalia: Do you feel disappointed about sociology?
Constanza: Yes… unfortunately, sociology is not practical. It’s like… you want to do things and you clash
against a wall. The stuff about how modern society works is so abstract, it’s just palaver, it’s useless for
me.
Claudio: But I suppose the knowledge helps you somehow.
Constanza: I mean there’s people that believe in sociology, people that think that sociology is the solution
for everything… I’m not saying that people shouldn’t study this, it’s just that… my friends who moved into
sociology-related positions are just so far away now, they have no contact with real people anymore.
Claudio (pointing at me): Well, here we have an exception to the rule.
Me: I hope so.
Ramon: That’s what we all expect.
[Laughs]
In the first episode I remained an observer, but here I was implicated, not only by Claudio but indirectly by Con-
stanza and her explicit disdain for the professional identity that I had espoused from the beginning. Her attitude
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was explicitly endorsed by Ramon, and it was common amongst the professionals in the group. An anti-profes-
sional stance and a general rejection of the role of ‘experts’ lined itself very well with the ‘anti-psy’ spirit of the
group.
After this episode, something became clear to me. The group saw me as an exception to the vision of the sociol-
ogist as a distant bureaucrat. More importantly, I was the subject of the groups’ interpretations and expectations
and, while obvious, that realisation shaped my ensuing interaction with them, adding to my prior interrogation:
‘What am I for this group at this point and how is that relevant for my project?’
In the first vignette, a ‘personal connection’ with madness and/or psychiatry emerged as a boundary, delimiting
observers from participants. The second vignette shows how a disdain for professions allowed professionals to
add legitimacy to their participation in the group. This complicated the production of boundaries by the group.
Furthermore, the expectations some members had about me and the fact that, for them, I was not the ‘standard’
sociologist made me particularly aware of further expressions of disdain and/or support towards academia, as
revealed by the following vignette.
Vignette 3: ‘Are You a Radical now?’
During the final period of fieldwork, I began to think about the end of my participation in the group. I had only four
moremeetings with them and I was planning to hold some kind of feedback exercise. Simultaneously my relationship
with Jaime - a mental health professional and one of the founders of the initial group - was getting very tense. He
never came to the meetings that I attended but we talked at different events and had some communication through
social media (especially Facebook). Initially, he was supportive of my project but, as my fieldwork progressed, he
seemed increasingly doubtful and hostile. In more or less explicit ways he let me know that I had no reason to
participate in the group. My agreement and collaboration with Ramon and others did not convince him. I talked
this over with Ramon, he dismissed Jaime's attitude but the tension continued and I feared that this could affect
my relationship with the group and my fieldwork plan.
Although without explicit membership criteria, the group clearly privileged the presence of users. Non-users were
welcomed, and, in several meetings, they were the majority, but permanent efforts were made to invite more users
and to give those who were already part of the groupmore responsibilities and opportunities to lead different actions.
This created specific dynamics of interaction and worth inside the group.
Besides Constanza, across the meetings, it was common to hear professionals and students expressing disdain
towards professions and universities. They despised the training they had just received, taking pride in decidedly
pursuing a completely different path in life. Universities were elitist, distant and ultimately useless.
However, the constant repetition of such views resembled a ritual of purification they needed to perform in order
to feel at home. I immediately detected and reacted to this, on one level because it was interesting but, more im-
portantly, due to a personal sensitivity towards everything anti-academic, given my own role in the group.
On the 5th of September, I went to the regular Monday meeting. I reminded the group that I was leaving by the
end of the month, mentioning my intention to hold some sort of final session with them. I suggested two options.
The first was to have a session centred around the social sciences, aimed at giving them resources to better engage
with students and people conducting research. This seemed relevant, as Ramon had already mentioned the need
to address the growing influx of students in the meetings. As an alternative, I proposed the idea of building
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flowcharts. Just as health services guide their interactions with users through flowcharts, users might also draw
on their own experiences to build decision frameworks for dealing more effectively with service-providers. I hoped
such a tool could assist them in visualising the widest possible range of responses in the face of arbitrary institu-
tional decisions.
While explaining these options I felt that my textbook idea of a final feedback session was not appealing to most
members. I had already talked with Ramon about concrete possibilities of collaboration from the UK, and my in-
tentions to stay in touch with them were clear but it seemed like the group wanted something different. In one
public Facebook interaction, Jaime had already told me that I was supposed to ‘bring money back from Europe’,
that being my only role in the group and, at that precise moment I thought that maybe this expectation was shared.
Ramon broke the silence, saying: ‘Beside those options, it would be good to hear about what happened to you
during this time’. I replied by discussing the impact of the group upon my broader research project and the way
the meetings had become a lens to understand the limitations of the mental health system and the potential of
users working together. Natalia, an anthropology student and ally, interrupted me, asking ‘Are you a radical now?’.
It took me by surprise, and I asked her to explain the question. ‘I mean you surely don’t see things the way you
did before?’ I replied that I had always experienced a deep dissatisfaction with the precarious and unequal public
health system in the country and that my research was moved by a concern for the rights and experiences of
users. She interrupted me again, saying ‘But I suppose that your ideas have changed a lot, haven’t they?’
Two parallel processes contextualise my position at that specific point during fieldwork. On the one hand, I was
clearly enthusiastic about the group, its message and its value. I felt welcomed and confident, proposing ideas
and taking part in debates and conversations. I wanted to help them in the terms they had set for me. But at the
same time the episode with the students, the anti-professional attitude of the professionals and Jaime’s constant
and unfounded doubts about me had made me more sensitive about the fragility of my role and defensive against
those doubts.
Natalia was herself a social scientist, she had no direct experience of psychiatric treatment, was very vocal against
professionals and was Jaime’s partner. Her demand for a proof of transformation and radicality inevitably felt like
a deliberate attempt to demonstrate precisely the contrary, my lack of commitment and radicality. I could have
said ‘yes, my ideas have changed deeply after this’, I could have drawn on my honest enthusiasm. But the question
and its context precluded this option. I did not want to fit within the norms of (self) legitimacy defined by the pro-
fessionals in the group.
Somehow, in that situation, my defensive side clashed with and prevailed over my enthusiasm and sense of
connection. In response, I embraced more explicitly the identity of a sociologist. They all knew who I was and why
I was there but still, being more sociologist was a way to respond to this dichotomous demand for commitment.
A way to move out of the game of self-critique that professionals constantly played in the group.
This vignette shows that the anti-professional attitude discussed earlier was accompanied by more or less explicit
expressions of doubt and disdain against newcomers who were not users. In an attempt to give themselves legit-
imacy as members, professionals created their own filters – or boundaries - for the group. Demands for demon-
strations of commitment need to be situated within these dynamics, that are themselves linked to the composition
of the group and the fact that it was still transitioning from being a student-led critical psychology effort to becoming
a user-led advocacy platform.
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That day, as usual, the conversation moved into other topics and activities. During the final part of the meeting,
several members showed their interest in my proposal for a final feedback session. The attitudes towards my
project were as diverse as the group itself and I could draw on the support of users to take my project forward,
establishing a longstanding relationship with some of them. These vignettes are, in this sense, an attempt to throw
some light into the contingent experience of conducting sociologically-oriented research with service-user activists
and their allies.
Discussion
Following the call for ‘strong reflexivity’ (Kuehner et al., 2016) the previous vignettes described my engagement
as a social researcher with a group of mental health service-user and professional activists in Chile. While the
reflexive vignette was originally used as a richly described, personal account of a single moment in research
(2016), here, they map a process. This process and the broader lessons that can be drawn are articulated in this
section.
The first vignette showed the discontinuity between those trying to study the group and the group itself. The group
resisted these observers not by excluding them or rejecting their questions but by questioning them in return. In
particular, several members demanded the demonstration of a personal connection with madness and psychiatry
beyond mere curiosity, a connection that was not only a condition of possibility for access but the foundation of
a better way of being professionals – in this case, psychologists. As argued before, the notion of a personal con-
nection should be seen as forming part of the emergent boundary that the group created to deal with those partic-
ipating out of curiosity or with a ‘scientific’ goal. Research, in an on itself, was not reason enough to be there.
Several professionals without a direct experience of mental health services participated, since the beginning. This
diversity was valued, but the group prioritised the presence and leadership of users. In this context psychologists
and other professionals found ways to demonstrate and negotiate their legitimacy in the group, and, as revealed
in vignette two, this involved expressions of disdain towards professions in general and other professionals in
particular, as shown in vignette two and three. If a ‘personal connection’ acted as a boundary between the group
and the universe of potential participants, this anti-professional stance acted as a secondary boundary by which
professionals assessed each other’s validity to participate in the group.
As my planned departure from the field was near, tensions with other professionals emerged. The fact that I was
there conducting research was accepted from the beginning but, as fieldwork progressed, some professionals
expressed doubts about my role and intentions. I tried to manage such tensions in order to sustain my place in
the group, but they inevitably shaped my own disposition, something revealed by vignette three. These tensions
can be linked to the conflict between a strong presence of professionals and the ideals of user-control that defined
the group. It is in this context where the experience of social researchers interested in these groups needs to be
situated and where the possibilities of intimate qualitative engagement find its limits. Non-user researchers inter-
ested in service-user activism should intensely reflect on their own experiences of engagement, as they can illu-
minate the dynamics of membership and identity involved in emergent service-user activist initiatives.
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Conclusion
Much remains to be learned about the shifting interface between research and activism and the many forms it
takes. In this paper, based on a case study in Chile, I have developed an idea of reflexivity aimed at enriching the
study of this interface, in the specific case of service-user activism. Avoiding a solipsistic self-examination, the
aim was to use my experience in approaching a service-user organisation as a window into how these groups
define their own boundaries and expectations vis-a-vis social research. In line with this understanding of reflexiv-
ity, this paper has sought to illustrate my interactions with the group, and the unfinished production of a mutually
agreed, legitimate interaction.
On the basis of this effort, it is possible to problematize how we understand the relationship between profession-
alism and activism in the mental health field. Although user-led initiatives embody a rejection of professional au-
thority and domination, in the case at hand they also redefine what counts as ‘good’ or ‘bad’ ways of being a
professional. While the main producers of these values are professionals themselves, they shape the emergent
boundaries of activism in the field understood as the explicit and implicit terms defining who gets to have a place.
Since I participated in the group with the intention of conducting research, I was directly confronted by these
shifting dynamics of membership. The threshold of legitimacy and acceptability that kept me in the group was
very dynamic; it shifted over time, responding to my assertions and expressions of commitment. As stated by
Lichterman (1998) ‘we will understand more not only about social movements but volunteer groups (…) if we attend
closely to what it means to be a member’ (p. 403).
The experience of fieldwork was marked by a tension between an effort to take a closer look at the actions of the
group while negotiating the expectations attached to this proximity. This tension shaped what I could observe,
but in ways that were not completely transparent during the process. Reflexive vignettes are a way to make sense,
through writing, of these tensions and use them productively to enrich the description of the phenomena under
study (Langer, 2016).
Finally, I would like to return to a fundamental question that sits at the heart of this paper: What justifies the par-
ticipation of social researchers as observers of the activism of users? On a more abstract level, what justifies ob-
servation when there is already self-observation? In general, sociologists and other social scientists have immunised
themselves against the problem, striving for a position of neutrality. However, the emergence of hybrid activist-
academic communities such as Mad Studies, where users and survivors themselves produce research and create
political platforms in academia (Menzies et al., 2013) poses new challenges to the legitimacy of external academic
observation. The question still lurks in the back: what justifies external observation when activists are already
engaged in the production of knowledge about themselves?
Making a critical contribution to this discussion, Cresswell and Spandler (2013) have defended an ideal of com-
mitted engagement beyond the boundaries of academia and its imperative of neutrality. Through ‘reflexive auto-
critique’ they consider the limits of the academic gaze in relation to the user/survivor movement. On this basis
and following the work of Barker and Cox (2002), they propose the need for ‘an effective politico-ethical stance’
(Cresswell & Spandler, 2013, p. 142), different to a traditional academic ‘interest’. They set out to evaluate the
work of scholars interested in user/survivor activism on the basis of the depth of their engagement with the ‘lived
contradictions’ involved in such research.
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Because of the nature of my project, these and similar calls are particularly relevant and challenging. However,
my own ‘lived contradictions’ differ from these ideals. More than a politico-ethical stance, I can only try to offer a
retrospective-analytical stance: one that looks backwards and recognises the accidental nature of encounters
and dis-encounters across qualitative, field-based research projects. Such stance does not present itself as right
or wrong but as a contingent outcome of the situations experienced in the field and, to an important degree, as
an outcome of the encounter itself, of the unsettled negotiation of roles between researchers and activists.
In this sense, what Cresswell and Spandler define as ‘depth of engagement’ needs to be examined. In a context
of emergence and self-differentiation, visions of transformation and horizons of action are in the making. Aligning
one’s own stance with that of the research participants - or with an abstractly adequate politico-ethical stance -
can prevent researchers from perceiving often diverse and even self-contradictory spectrum of political and ethical
orientations that take part in activist spaces.
Furthermore, if ‘engagement’ is a condition of possibility of valid observation, then one could ask about the conditions
of possibility of engagement itself. In my view, that which makes engagement valid is a contingent outcome of
engagement. Legitimacy, in this sense, is not achievable before contact. Everything starts with contact. Sometimes
a process of intense political alliance and connection between researchers and activists will begin. Other times,
a series of tensions, miscommunications and doubts will ensue. Yet other times, an oscillation between connection
and tension, commitments and doubts will take place. In this sense, researchers in this field should not blackbox
their complicated engagement with users. Stories of tension and unmet expectations shouldn’t be hidden away.
Activism and social research co-inhabit the world and open themselves up to each other in many different ways,
beyond any preconceived notion of commitment and alliance.
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Abstract
Since 1991, India, like many countries, has undergone a process of ‘liberalisation’ which has entailed an increase in outsourcing
of public services through Public Private Partnerships. In December 2012, Chhattisgarh state started the process of outsourcing
diagnostics and radiology services in 379 government health facilities. Jan Swasthya Abhiyan (People’s Health Movement)
Chhattisgarh mounted a (so far) successful campaign against this move. Drawing on secondary data and the personal
experiences and observations of the author, this paper documents Jan Swasthya Abhiyan’s struggle, describing the strategies
that were used, their efficacy, the facilitators and challenges. It uses this experience as a basis to reflectively suggest lessons
for health activism and the theoretical implications. Jan Swasthya Abhiyan founded its resistance on a detailed evidence-based
critique of the proposal that was disseminated, along with demands. The campaign then usedmultiple strategies, from petitioning
the government, to street action, to advocacy with media and bureaucrats. Alliances were built with trade unions and groups
working on social justice issues. Privatisation and neo-liberal policies provided a rallying point and framing the issue as a moral
argument and in terms of larger concerns for social justice helped build wider solidarity. This experience suggests that the use
of evidence and multiple strategies, effective framing of the issue, forging broader alliances, and a sustained campaign can
all be important strategies for health activism. It also highlights the need for health activism to continue beyond a single
campaign. Staying vigilant, monitoring, evidence building, mobilizing people and continuing to build alliances on such issues
are critical tasks for social movements and networks like the People’s Health Movement.
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Background
As part of a global process of ‘liberalisation’ over the last three decades, there has been continual pressure to
privatise public services globally and in India. These reforms were driven by the World Bank and the IMF that
Journal of Social and Political Psychology
jspp.psychopen.eu | 2195-3325
supported commercialisation, privatisation and competition (Birn, Pillay, & Holtz, 2009). Globalisation and Structural
Adjustment Programme (SAPs) led to a retreat of the state from many sectors, with sectors like health bearing
the brunt (Baum, 2001). After 1991, in order to adhere to IMF structural adjustment loan conditions, India was
forced to cut down public expenditure. As a result, government health expenditure went from 1.4 per cent of GDP
in the mid-eighties to 0.9 per cent in 2002 (Rao, 2009). The public health scenario that emerged at the time was
grim. Government hospitals had to impose user fees, most states were unable to hire health staff, free drugs and
diagnostics were no longer being provided, and more beds could not be added in government hospitals (Public
Health Resource Network [PHRN], 2013). A decline in routine immunisation coverage as shown in 2002 government
figures illustrates the grave consequences of the resource shortages in general health services at the time (Priya,
2005). While starving the public sector of funds, the government promoted the growth of the private sector. How-
ever, during this period, the growth of the private sector was skewed towards urban areas and supply driven services
(Public Health Resource Network [PHRN], 2013). Surveys of the time show that the expenditure on treatment
was the secondmost common cause for rural indebtedness among the poor (Banerji, 2001). This thrust on greater
privatisation has not only been seen in health services, but in all public services like education, electricity, roads
and infrastructure, both in India and globally (Birn et al., 2009; Labonté & Schrecker, 2009). Women and vulnerable
groups often faced the brunt of such ‘reforms’ (Shiva, 2013).
By the early 2000s, the disastrous impact of the Structural Adjustment Programmes (SAPs) was clearly visible
(Birn et al., 2009). The new Indian coalition government (United Progressive Alliance) which came into power in
2004 attempted to reverse these trends, the National Rural Health Mission being one of the universal programmes
introduced at the time. However, though the Indian Government increased its health budget, its thrust on the
growth of the private sector remained. It increased subsidies to the private sector and engaged in Private Public
Partnerships and outsourcing of public services, catering more to international demands rather than local needs
(Rao, 2009).
Navarro (2000), in his assessment of the 2000 World Health Report asserts that the World Health Organisation
(WHO) too seemed to have decided that publicly funded and provided healthcare systems are outdated. He criti-
cises the WHO for propagating market-demand based, rather than need based planning (Navarro, 2000). The
understanding was that governments should not ‘provide’ or ‘make’ health services, but instead ‘purchase’ or
‘buy’. Such an understanding sees healthcare as a commodity, rather than as a public good or a social good and
patients as clients. The claims made by the World Bank and others in favour of privatisation of health services
have been that the private sector market would make for more efficient, effective and equitable management of
health services and despite evidence that this strategy has led to decreased healthcare access, especially for the
marginalised, World Bank and others have continued to promote it (Birn et al., 2009; Marriott, 2009). In more recent
years, under the paradigm of “Universal Health Coverage’ (UHC), private sector involvement in providing publicly
funded healthcare is being promoted and expanded (Sengupta, 2013).
The People’s Health Movement (PHM) is a global network of civil society organisations, grassroots health activists,
and academic institutions, mainly from low and middle income countries (LMICs). PHM strives towards achieving
health equity and health for all, with a strong focus on the social, structural and political determinants and people’s
participation. PHM has been a strong critic of the impact of neo-liberal policies and SAPs and believes that for
people’s health to improve, governments, and not markets, need to intervene, and that public health governance
needs to improve along with active participation and advocacy from people’s movements and public health pro-
fessionals (Baum, 2001).
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Jan Swasthya Abhiyan (JSA) is the India circle of PHM. JSA has a national coordination committee that consists
of other networks, organisations, individuals and state representatives. Each state has its own JSA chapter, facil-
itated by conveners. This paper describes the campaign by Jan Swasthya Abhiyan (JSA) Chhattisgarh against
the proposal for outsourcing of diagnostic services in government facilities. It aims to describe the strategies that
were used, the efficacy of those strategies, the facilitators and challenges in the struggle and on the basis of that
experience, to suggest lessons for health activism in current times.
Outsourcing of Government Health Services in India
A direct impact of the above policies has been the increase in outsourcing of public services, including for
healthcare, under the umbrella of ‘Public Private Partnerships’ (PPPs). PPPs are varied, ranging from outsourcing
of primary health services, to global PPPs (Kapilashrami, 2010). The National Rural Health Mission (subsequently
re-named as National Health Mission) talks about Public Private Partnerships as supplementing government
services (Jan Swasthya Abhiyan, 2006; National Health Systems Resource Centre, 2012). The recent National
Health Policy of 2017 makes a case for private sector involvement and talks about government engaging in
‘strategic purchasing’ of health services (Ministry of Health and Family Welfare, 2017).
In India, like in many other LMICs, low budgetary allocations and inadequacies in government health services,
along with the expectation that ‘purchasing’ from a private provider will be more ‘efficient’ and also bring in private
investment, are often used as the rationale for engaging in PPPs (Roy, 2017). However, in India, it mainly translates
into outsourcing certain public health services or facilities to the private sector that are expected to provide these
services using government funds and/or user fees (Baru & Nundy, 2008). The other rationale given for engaging
in PPPs is that of ‘reaching the unreached’, i.e. reaching the ‘underserved’ areas, which are mainly the remote,
rural, tribal areas of the country (Ministry of Health and FamilyWelfare, 2017). There is however increasing evidence
of failure of outsourcing health services. Though many attribute this to the failure of governmental regulation, the
failure of such projects are mainly a result of the inherent nature of public services to be provided (Kotecha, 2017),
the incongruence between market logic and social logic (Leys, 2018) and the inability of the market to play a social
role (Deppe, 2009). In India, recent studies led by the author show that though certain PPPs may have led to an
increase in or provision of health services in the short run, it often fails to strengthen the overall health system
andmay end up exacerbating existing problems (Public Health Resource Network [PHRN], JSA, & Oxfam, 2017a,
2017b, 2017c, 2017d).
Introduction to Chhattisgarh State
Chhattisgarh is a new state, formed in 2000 (Government of Chhattisgarh, n.d.). It has a population of about 25
million of which 77% live in rural areas (Office of the Registrar General & Census Commissioner, India, 2011). It
is seen as a ‘tribal’ state with 32% of the population belonging to tribal or indigenous communities, with the districts
situated at the northern and southern parts of the state having highest tribal populations (Office of the Registrar
General & Census Commissioner, India, 2011). These ‘tribal’ districts are hilly and forested while the central plains
have more urban centers with mainly non-tribal population (Government of Chhattisgarh, n.d.).
As a new state, Chhattisgarh started many new reforms focused on strengthening the government health system,
starting from the primary healthcare levels, including initiatives like the Mitanin Community Health Worker pro-
gramme (Sundararaman, 2007) and a three year medical course to prepare health workers for rural and remote
areas (Rao et al., 2013). The National Rural Health Mission that was launched in 2005, supported these reforms
for government health system strengthening. However, the state continued to face challenges in providing health
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services in the rural and remote areas, some of the reasons being the historical neglect of the area leading to
lack of higher educational institutions and therefore lack of qualified human resource, and issues in implementation
and governance.
In 2012, through the initiative of a technical assistance agency and certain bureaucrats in the health department,
a state policy on ‘Strengthening health services in Chhattisgarh state through Public Private Partnerships’ was
developed and notified by the government (Department of Health and Family Welfare, 2012). This was followed
by a number of Request for Proposals (RFPs) for such partnerships that were advertised, which included proposals
for outsourcing of Mobile Medical Units, Primary Health Centers, Referral transport, school health programme
and so on. The proposal for outsourcing of diagnostic services that is discussed in this paper, was part of this
group of outsourcing initiatives. Most of these proposals either got stalled at the bidding stage or had to be shut
down after some time (Public Health Resource Network [PHRN] et al., 2017b; Times News Network, 2014).
This paper aims to describe the struggle by JSA Chhattisgarh against Chhattisgarh government’s proposal for
outsourcing diagnostic services in government facilities. The paper will present strategies that were used and
their efficacy, the facilitators and challenges in the struggle and finally, the lessons for health activism in current
times.
Methods
This paper draws on secondary data and the personal experiences and observations of the author, who, being
the Convener for JSA in Chhattisgarh, herself was involved in the struggle. The secondary sources of information
include the notes, critiques, petitions, memorandums and emails circulated during the campaign. It also draws
from the official documents related to the outsourcing, media articles and subsequent studies on PPPs. In analysing
the implications of this campaign for health activism in current times, the author has subsequently also drawn on
theories of social movements and social activism.
As a participant in the struggle, the author was involved in planning the campaign and developing the resource
materials. The author’s potential biases as a researcher-activist may have affected the analysis, and therefore
rigour has been attempted through reflexivity (Malterud, 2001). The positionality of the author regarding the context
and what is to be investigated and the motivation for undertaking this research have been made explicit. Being
part of the struggle has helped the author in bringing out unique evidence and practical insights. Methodologically,
this study hopes to contribute to the literature on solidarity research and work with respect to social movements
(Brem-Wilson, 2014; Mishler & Steinitz, 2001).
In what follows, the nature and strategies of the anti-privatisation campaign are first presented, following which I
reflect on lessons learned with potential applicability to other contemporary social movements.
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The Proposal, the Critique and the Campaign
The Proposal for Outsourcing Diagnostic Services in Government Facilities
The Request for Proposal (RFP) was advertised in December 2012 (Directorate of Health Services Chhattisgarh,
2012). It was put up on the health department’s website and bids were elicited from companies and organisations.
The RFP was amended in January 2013 after incorporating concerns of the private agencies at the pre-bid
meeting (Directorate of Health Services Chhattisgarh, 2013a). The amended RFP also included certain points
emerging out of JSA’s critique, for instance, the revised RFP had more details on who will pay for the services.
The salient features of the proposal are given in Table 1.
Table 1
Salient Features of the Request for Proposal for Outsourcing Diagnostic Services
Outsourcing of radiology and lab services in 379 government facilities was to be done. This included:Number of facilities where
outsourcing was to be done • All 149 Community Health Centres (CHCs) in the state
• 22 out of the 27 District Hospitals
• Eight out of 17 Civil Hospitals
• 200 of the better functioning Primary Health Centers (PHCs)
The facilities were categorized into three levels (A, B, C), according to their level of functioning and requirement. The
list was to be subsequently expanded to include medical colleges and other facilities.
The initial RFP divided the state into four Divisions or lots- Bastar, Raipur, Bilaspur and Sarguja. However, in the first
round of bids, organisations applied only for the two divisions situated in the central, non-tribal, relatively more urban
Geographical coverage
belt (Bilaspur and Raipur) and there were no applications for the tribal and remote regions of the state (Bastar and
Sarguja). The government then re-defined the lots and combine one tribal region with a non-tribal region (Sarguja along
with Bilaspur and Bastar along with Raipur), thereby forcing the bidder to take up the tribal areas if they wanted to bid
for the non-tribal divisions (Directorate of Health Services Chhattisgarh, 2013b).
The services to be provided included radiology and laboratory services. Three lists of tests were prepared, according to
level of facility. Upto 25% of the lower facilities were allowed to function as ‘collection centres’.
Services to be provided
Agreement for 10 years with annual renewalProject period
Both private profit and not-for profit organisations could apply, with defined minimum experience and annual turnover.
Accreditation under the National Accreditation Board for Testing and Calibration Laboratories was not necessary, and
Eligibility and operating procedures
could be done within 2 years and that too only for higher facilities. They were free to appoint own staff or could further
contract it out to a ‘concessionaire’. The agency or Concessionaire had to comply with standards under the state’s Clinical
Establishment Act. Each center was to be maintained as a ‘business centre’. Concessions given by Government included
space and electricity. They would have the ‘freedom’ to serve ‘external’ customers.
The payments were to be done per procedure or tests on the basis of government rates. For patients being treated under
the state funded health insurance scheme for hospitalisation and for Below Poverty Line patients undergoing ambulatory
Rates and payment mechanisms
or out-patient care, the payment would be made by the Hospital Management Committees. The rest of the patients were
to pay for the services themselves, out of pocket.
Monitoring was to be done by a third party and performance based incentives were designed.Monitoring
Source: Prepared by the author on the basis of the revised RFP document (Directorate of Health Services Chhattisgarh, 2013a).
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Campaign by JSA Chhattisgarh Against the Outsourcing
Analyzing and Critiquing the Proposal
The JSA Chhattisgarh members got to know about this move of the government very soon after the RFP was put
up on the website. They accessed the RFP as it was in the public domain and started to analyse it. It became
clear to them that this move of the government had the potential to harm and undermine the existing public services
and therefore JSA activists developed its critique. The critique argued out some of the common assumptions and
rationale for such a move, and also tried to show the impact that this move will have on the existing diagnostic
services in these facilities (Jan Swasthya Abhiyan Chhattisgarh, 2013). The critique was substantiated by evidence
from within and outside the state. Some of the main points were as follows:
Questioning the rationale that the outsourcing was meant for — This proposal was attempting to outsource
diagnostic services in bulk of the hospitals in the state. This included even the non-remote areas, where lab services
could be provided within the government system as human resource and accessibility were not a problem.
Moreover, it was suspect whether the private agencies would be willing to go to remote areas as they won’t find
it ‘profitable’ enough. This suspicion came true when in the first round of bidding, no one applied for the ‘tribal’
and remote divisions (Directorate of Health Services Chhattisgarh, 2013b; Pandey, 2015b). Subsequently when
the government combined two divisions (one remote and one non-remote) together, there was the danger that
the private agencies could demand extra incentives and funds to go to the remote districts, thereby increasing
the costs for government.
Questioning the evidence on which this proposal was based — A reading of the proposal showed that it had
ignored the fact that certain diagnostics services were currently available in most of these facilities. The hospitals
and tests seemed to be listed en bloc and not based on any situational analysis or study (Jan Swasthya Abhiyan
Chhattisgarh, 2013). There was the question of what would happen to the existing human resource (HR) and the
lab set-up and equipment in the facilities once outsourcing was complete. Moreover, the RFP had also been revised
to allow collection centers in 25% of the less functioning centers and it was feared that this would hinder timely
access to services. The government’s own evaluation of diagnostics outsourcing in states like Bihar had found
that it had led to redundancy of existing human resource, the in-house facilities had become dysfunctional and
the services that were previously being provided were stopped (Ministry of Health and Family Welfare, 2012).
Moreover, the evaluation also found that having collection centres had led to delayed turn-around time
Concerns regarding replacing existing diagnostics services — It was evident from the proposal that the ex-
isting services were not being improved or expanded, rather the existing diagnostics services would practically
be replaced by services being provided by private agencies, something that had already proven disastrous for
the government health services in Bihar.
Concerns regarding cost to patient and their entitlements — The proposal mentioned that the state funded
health insurance scheme would cover costs of patients, but that meant that costs only in the case of hospitalisations
were to be covered and not ambulatory care. Moreover, instances of unethical healthcare and provider-induced
demand had been documented under this scheme within the state and outside and there was the danger of this
happening in the case of diagnostics too (Mazumdar, 2013).
With regards to ambulatory or out-patient care, the proposal mentioned that the hospital management committees
would pay for the BPL (Below Poverty Line) patients while the rest of the patients would have to pay out of pocket.
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This meant that only 1.9 million households listed as BPL in the state would be covered under this and the rest
would have to pay for the services. The Chhattisgarh government had separately identified and was already pro-
viding food support to nearly four million poor families (80% of the families in the state) (Puri, 2012). JSA questioned
the government as to how they expected more than half of these families who they themselves had deemed re-
quiring subsidised food grain, to pay for diagnostic services out of pocket.
Furthermore, it was not clear as to how a private centre would be made to provide tests that are already free under
various Government (disease control and maternal and child health) programmes.
Concerns regarding the concession to serve ‘external’ patients — The proposal allowed the labs to serve
external patients, i.e. private paying patients. JSA expressed concern that if the private laboratory that was located
within the government hospital premises became entitled to take payment from some patients, they might make
others pay too (Jan Swasthya Abhiyan Chhattisgarh, 2013). This went against the principles of providing free
healthcare services and financial protection.
Mismatch between proposed diagnostic services and availability of specialists and doctors— JSA undertook
a detailed analysis on the existing human resource available at the facilities and the corresponding diagnostic
services being outsourced and found that in the proposal there were inconsistencies. For instance, in certain
CHCs (e.g. Manendragarh) and new District Hospitals (e.g. Dantewada), there were hardly any specialists posted
and most tests that were prescribed by the doctors posted, were being done. Therefore, providing higher diagnostic
services through outsourcing in these facilities, without providing for doctors, would not lead to any meaningful
improvement and additionally, the currently functioning labs would be rendered redundant.
Lack of monitoring and grievance redressal systems— The RFP spoke of a 3rd party monitoring mechanism.
The selection of the 3rd party would have to be done through a bidding process. This meant making things more
complicated as rather than dealing just with a set of one’s own staff, the health department would then have to
deal with two private agencies; one running the units and another one monitoring them. The performance param-
eters were also not articulated in the RFP. There was no mention of patient’s rights, grievance redressal systems,
community monitoring or any other systems of accountability that are important elements of governance and
people’s participation.
Experiences of other states ignored — Outsourcing of diagnostic services had been tried out in few states,
Bihar being the largest model. The government’s own criticism of diagnostic outsourcing in Bihar has been men-
tioned above (Ministry of Health and Family Welfare, 2012). Among other things, the evaluation report notes that
while one hand the outsourced lab services were not functioning properly, there was high turn-around time, access
to services had reduced, quality had reduced and costs increased, on the other hand, the in-house services (those
being provided from before through government labs) were under-utilised, had become dysfunctional and the
government lab technicians and radiographers had become redundant. It further recommended that the government
should re-start its own facilities and that “out-sourced services should supplement the existing structure and
public services, not become its substitute” (Ministry of Health and Family Welfare, 2012, pp. 72–73).
In terms of best practices, Tamil Nadu state offered an example in contrast where, without any outsourcing the
public health facilities, even the Primary Health Centres had been able to provide well-functioning diagnostic
services (Pandey, 2015c).
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However, in floating the RFP, Chhattisgarh government did not seem to have taken into account either the best
practices or the negative experiences of outsourcing of diagnostics elsewhere.
Therefore, JSA raised the question that if this had been tried before in other states and had failed, then why was
Chhattisgarh trying to repeat it, and that too at such a large scale (Jan Swasthya Abhiyan Chhattisgarh, 2013).
The experiences in other states showed that instead of improving and expanding the services already being pro-
vided by the government facilities, this initiative will completely destroy the existing services and replace them
with privately and more expensively provided services and collection centers. Moreover, this was clearly not an
‘interim’ arrangement as the Agreement was to be done for ten years. Hence JSA contended that as the evidence
clearly showed that there was hardly any rationale to outsource lab facilities at any level in Chhattisgarh in the
present situation, this proposal had to be scrapped.
Getting the Message out
Equipped with the critique, an urgent state meeting was called on 11th January 2013, of the civil society organisations
(CSOs) who were involved with the JSA network. The next steps for the campaign were discussed and demands
prepared. There was a consensus that this issue had to be taken up head on. JSA made the following demands
to the government:
• Outsourcing of diagnostic services in public hospitals had to be stopped.
• Posts of lab technicians and radiographers needed to be filled as there were trained unemployed people
available in the state.
• A twenty-five old recruitment rule that restricted recruitment of health workers needed to be modified.
• For the long term, local youth from marginalized communities and underserved areas needed to be trained
and recruited as lab technicians and radiographers.
• Multiskilling training was needed for existing lab technicians so that they could undertake a variety of lab
tests.
• Every health facility needed to be equipped with adequate human resource, equipment and supplies
• Public health services needed to be strengthened and not privatised. They needed to bemademore responsive
and accountable to people
The critique and the demands were translated into the local vernacular Hindi, and also simplified so that everyone
could understand what was at stake. Subsequently, the critique and JSA’s demands were circulated to the media,
both to the state (mainly Hindi) media and the national media. The submissions to media went with the message
that JSA will resist this move of the government and was getting ready to unleash a state wide campaign against
it. Within a few weeks, state and national media had covered the issue widely, along with JSA’s critique and call
to action against this proposal (Das, 2013; Pandey, 2015a). Meanwhile, the national JSA group was also informed
of this proposal and support was garnered from them. Some suggestions on how to move forward came from
them.
Petitioning and Submitting Memorandums to the Governor
In the meeting on 11th January, it was also decided that JSA members from different districts would send petitions
against this proposal to the Governor, the highest Constitutional post in the state. This was also a way to give
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government a chance to review their decision, before any explicit public action. JSA network organisations and
activists from districts thus met the Collectors (district administrative head) and handed them the memorandums
to be sent to the Governor.
Further Evidence Building
Meanwhile, a group of people within JSA kept collecting evidence on the availability of diagnostic services in the
facilities that were listed in the proposal. A rapid survey of facilities was undertaken by an existing network of
public health professionals who had access to government facilities. They were requested to send in information
about availability of services in their facilities and the data was collated. An application under the Right to Information
(RTI) law was submitted to the health department asking them on what basis had they made the plan, and to
share any feasibility study that may have been undertaken before preparing the proposal for outsourcing. In re-
sponding to the RTI application, the technical agency stated that they had not be asked to prepare any feasibility
study or value for money analysis by the government (SHRC Chhattisgarh, 2013).
Building Alliances With Trade Unions and Other Groups Working on Social Justice Issues
As JSA proceeded with the campaign, it built alliances with trade unions and organisations working on social
justice, and not necessarily only on health. JSA members reached out to these groups. These groups were of
two kinds- one were the unions of government health workers, lab technicians themselves, whose jobs were on
line. The other were organisations that were engaged in struggles against forced displacement due to mining and
industries, farming crisis and so on, which were an outcome of the samemarket-based policies of the government.
These groups seemed to find a common ground in this struggle against outsourcing of health services. Though
the health worker trade unions were politically divergent and the one aligned with the ruling party did not want to
be seen as actively opposing the government, they spoke up against the outsourcing in various fora, including in
media.
State Level Rally and Press Conference
Realizing that visibility at the state level was required for the campaign, and that there was need to keep up the
pressure, a rally cum public meeting and press conference was organized in state capital Raipur on 31st January.
Civil Society Organisations (CSOs) mobilised people from the districts that they were working in. There was no
funding specifically for this event and organisations and individuals used whatever funds they had, for this. Hundreds
of people came from across the state. The police were in touch with JSA members throughout the day. The rally
started from the railway station (where everyone had gathered) to the meeting venue at the heart of the city. Ac-
tivists, community leaders and health workers came up to the dais and spoke about their concerns regarding the
outsourcing. Slogans raised and written on placards reflected the mood of the assembly.
A memorandum, with a critique of the outsourcing proposal and demands on behalf of everyone assembled was
given to a representative of the Governor who came to receive it at the meeting venue.
Simultaneously, few JSA Chhattisgarh members, that included well-respected activists and doctors, did a press
conference at the Press Club. The events of the day were very well covered by all (Hindi and English) newspapers
of the state, national media and international journal (Hitavada, 2013; Kay, 2013; Patrika, 2013a; Times News
Network, 2013a).
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District Level Events and Signature Campaign
At the public meeting it was discussed that the campaign needed to be taken back to the villages and districts.
Themembers assembled decided to hold district level events and undertake further dissemination of the outsourcing
proposal, critique and demands. Activists visited health facilities and spoke to doctors and health workers, they
stood at bus stands and market places and spoke to people about government’s plan to outsource diagnostic
services. They distributed pamphlets outlining the issue and the demands, written in a simplified manner and in
the local language Hindi. A signature campaign was carried out against the outsourcing in villages and towns.
Then by April, when the government did not budge, sit-ins were organized at district headquarters. This time round
the memorandums and petitions were addressed to the Chief Minister, the head of the government. These district
events were covered widely by the local media in every district. These efforts resulted in further dissemination of
information & solidarity building.
State Level Silent March
By May, there were no signs of government relenting. The bidding process too faced problems and was going
slow. JSA decided that people had spoken enough and now it was the turn of the government to just listen.
Therefore a silent march was organised in the state capital Raipur on 19th May 2013. Activists once again came
from all over the state. They tied black bands over their mouths and marched carrying sheets of cloth with 1000s
of signatures denouncing the outsourcing plans. It was visually very striking and the media covered the event,
publishing photographs and JSA’s demands (Naidunia, 2013; Patrika, 2013b; Times News Network, 2013b).
Representations to Sympathetic Bureaucrats in State and National Government
During the period of struggle, JSA activists made representations to bureaucrats who seemed sympathetic to the
cause. An article criticizing the government’s move was written by an ex-Health Secretary in a leading national
newspaper (Rao, 2013). The governing board of the technical agency that was helping the government in devel-
oping the PPPs consisted of few people who were part of larger health rights and social justice movements. They
pursued evidence-based critique of the proposal within the organisation. As a result the governing board registered
displeasure at the agency and its leadership’s role in promoting PPPs. They advised the agency to instead support
the government to strengthen public services and subsequently changed the leadership. More recently, the
technical agency has undertaken capacity building of lab technicians and provided other support in order to improve
diagnostic services in the government facilities of Chhattisgarh, which has led to an increase in the number and
type of tests being provided at government facilities (Tripathi & Garg, 2018).
JSA activists also approached certain politicians who were seen to be progressive. However, even though politicians
and elected representatives may have been influenced by the media coverage and advocacy and played some
role in reversing the government’s decision, their role was not explicitly visible to the campaigners.
Others, who were in critical decision-making positions, especially regarding approving funds for this project, like
bureaucrats in the finance department and the National Health Mission, were also sent representations. One of
the outcomes of this was that the Government of India sent a team to study the proposal and make an assessment
of the need for outsourcing diagnostics. The study team concluded that the proposal was flawed and was not
based on the needs of the people of the state and that it may in fact do more harm than good (Pandey, 2015d).
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Diagnostics Outsourcing Proposal Gets Stalled by Government
Under pressure from all directions and after failing to get financial approval either from the state finance department
or the central government, in June the government announced that it was stalling the project (Bagchi, 2013c;
Jaiswal, 2013). With this, the move towards outsourcing diagnostic services was halted for the time being.
Recent Developments
The Chhattisgarh government has once again, in August 2018, issued a Request For Proposal for outsourcing
diagnostic services at various government facilities. Following previous processes, JSA has undertaken evidence-
based critique of the RfP and tried to get the message out through writing in media (Nandi & Joshi, 2018) and is-
suing press statements (Jan Swasthya Abhiyan Chhattisgarh, 2018).
Lessons for Health Activism
The following section presents some reflections on the nature and efficacy of the strategies used and the lessons
it has for health activism elsewhere:
Evidence-Based Critique
First step for the campaign was to analyse the proposal and provide a point-by-point critique along with evidence.
As it became clearer that the proposal itself had been prepared without any evidence base, JSA’s arguments
became stronger. The campaign made use of the network of CSOs and public health practitioners to collect and
submit information about the availability of diagnostic services in the state. The network’s base among organisations
working in tribal areas, helped to bring forth the issues and data from areas that were being showcased as the
main beneficiaries of the outsourcing proposal. JSA also brought in data from other states like Bihar where such
projects were failing and used that to further critique the proposal (Jan Swasthya Abhiyan Chhattisgarh, 2013;
Ministry of Health and Family Welfare, 2012). Moreover, the critique also tried to refute the larger rationale used
for promoting privatisation of services andmarket-based policies, such as higher efficiency, equity and effectiveness,
with evidence. The government tried to refute JSA’s arguments through statements in media (Bagchi, 2013b).
However the government’s arguments had a much weaker evidence base than the campaign’s arguments and
demands. It also helped that in the course of the bidding process, many of the arguments made by the campaign
got proven (Bagchi, 2013a). For instance, when the private agencies did not apply for the more remote areas, the
government’s claim that outsourcing will bring these services to ‘underserved’ areas, was proven wrong.
Information as Power
Developing the detailed critique was possible only because the JSA activists could access the RfP. Though the
RfP was posted on the health department’s website, it was not easily searchable. Only those who were aware of
the pathways to the site could access it. Once JSA activists accessed it, they converted it into simpler terms, so
that everyone, and not only people with health or formal technical knowledge, could understand the issue. This
was kept in mind even when drafting the critique and the demands. Once the documents were ready, they were
then distributed. They were send to villages via the CSOs, and to media and bureaucrats. Throughout the campaign,
JSA activists diligently circulated all the information and materials that was created as a result of the campaign.
For instance, media reports were circulated far and wide as soon as they appeared. Even though during that time
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the network did not make use of any digital social media, the use of emails, two-pagers explaining the issue,
personal interaction and media coverage helped to further spread the word. Accessing and disseminating the in-
formation was a very critical step in the struggle as often governments or the ruling dispensation don’t ‘allow’ in-
formation about their plans to be known to people. As Foucault (1980) maintained, knowledge and power reinforce
each other. However, disseminating the information was just one step, though a crucial one, which to lead to further
collectivisation and action (Fox, 2015).
Use of Multiple Strategies, in Degrees and a Sustained Campaign
The action led by JSA was akin to what Tilly (2004, pp. 3–4) describes as a social movement that includes a
combination of concerted and sustained campaign, multiple strategies and types of political action and public
displays of “worthiness, unity, numbers and commitment (WUNC)”. The campaign used multiple strategies, from
petitioning to street action, to advocacy with media and bureaucrats. However these strategies were not used all
at once. It was done step by step, starting from relatively ‘milder’ action like petitioning, and then going on to more
‘aggressive’ action, like street demonstration and subsequently the silent march. At every step there was stock-
taking of what had been achieved and what had not, and then the next level of action was strategized, planned
and undertaken. Different tactics were tried and different types of people and groups were approached for support.
There was no funding for this campaign and organisations involved in the network picked up costs as and when
they could per their funds availability. The campaign went on for nearly six months, during which time the group
of activists leading JSA Chhattisgarh at that time relentlessly followed up on each and every action and reaction
that took for the government to finally back down. This highlights the importance of at least one group of people
or organisation taking the leadership and persisting with the struggle. In this case, JSA Chhattisgarh was the
group that led the struggle and others rallied around it. Though the core group was small, having this group con-
stantly ‘on the job’ was critical. All of these activists were volunteers, doing this work in addition to their full-time
jobs, which were mainly in related public health work. The government tried to discredit the campaigners saying
that these were ideologically motivated ‘left wing campaigns’ (Bagchi, 2013a).
Privatisation and Neo-Liberal Policies as a Rallying Point
The issue of privatisation emerged as a common concern and a rallying point that brought together different kinds
of people and groups. Tarrow (2011, p. 235) writes about ‘global framing’ which he describes as “the framing of
domestic issues in broader terms than their original claims would seem to dictate”. In the campaign too, the issue
at hand, i.e. the outsourcing of diagnostic services, was thus framed. The broader alliances that were built over
this campaign seemed to emerge from a concern regarding neo-liberal policies, its societal impact and the way
it had negatively affected public provisioning of services (education, transport etc.), community’s ownership over
natural resources, labour rights and other dimensions of people’s lives. As a result, trade unions and a number
of organisations, such as those of indigenous people working on land and forest rights, who were not involved in
direct health work, joined the campaign. So while these organisations may have considered healthcare as an
important and relevant issue to intervene in, the concerns around marketisation and commercialisation of public
goods provided the overarching solidarity. This was also reflected within the bureaucracy. Many within the bureau-
cracy believed that the government should be providing these services rather than outsourcing and this greatly
strengthened the campaign’s cause within the government. One lesson for activism from this is that the issue at
hand is usually always related to larger, structural issues and issues of social justice that could be framed and
articulated in order to form solidarity and broader alliances with groups working on those issues. This strengthened
the campaign.
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Posing the Issue in Terms of a Moral Argument
Another aspect closely related to the above point is that in addition to the evidence-based and technical critique
against outsourcing of diagnostic services, the issue was also articulated as a moral issue. It posed the question
as ‘right’ versus ‘wrong’ using the discourse of social justice and rights and the role of the state in protecting them.
This lent legitimacy to the campaign and helped mobilise people in large numbers. Posing the issue in this way
also made it simpler for people to respond and react and lent “cultural resonance” to its framing (Benford & Snow,
2000, p. 622).
Active Role of the Media
Through the months of struggle, the media was mobilized and it played a big role in bringing the concerns of the
campaign into public gaze and discourse. Both the national and the state media took up the issue repeatedly. In
retrospection, the overwhelming support to the campaign from the local media seems to have been due to the
strength of the campaign in being able to mobilise a large number of people and organisations on this issue and
the larger concerns over privatisation, social welfare and social justice. Personal interactions with media persons
at that time revealed that they were overwhelmed at the extent of mobilisation and campaigning and felt compelled
to cover the issue. They further contributed to posing the issue in terms of vocabularies like ‘privatisation’ and
‘selling of hospitals’ which caught the public imagination.
Theoretical Implications
The fact that the government finally had to reverse its decision points to the success of the campaign. The
strategies and processes of the campaign are concordant with the frameworks and theories of social movements
and social activism.
The framing of the issue was undertaken by JSA, collectively with state and national units. Benford and Snow
(2000, p. 615) write about the three core framing tasks, i.e. “diagnostic framing”, “prognostic framing,” and “moti-
vational framing”. For JSA, the goal of the campaign was very clear and uncomplicated, even in an operational
sense, which was that the move for outsourcing diagnostic services had to be reversed. The problems with the
proposed move, along with proposals for alternative steps that the government could take, were articulated with
evidence. The strategies for action were planned and the persons or institutions that had to be approached were
identified, both for making submissions and for building solidarity. The issue was raised as a moral issue and as
indicative of other larger socio-economic policies, that had already negatively affected many of those who were
involved in the struggle. The credibility of the framing was upheld throughout the campaign as it had consistency,
was empirically sound and undertaken by a group of people who themselves had credibility (Benford & Snow,
2000). The issue of privatisation resonated among most who got involved, including bureaucrats. The ‘global
framing’ of the issue that helped in this process has been similarly used by transnational campaigns against ne-
oliberalism and globalisation (Tarrow, 2011).
The interactions with bureaucrats revealed that there are people within the government or the agencies that one
is opposing, who may believe in the principles that the campaign is fighting for. Such people need to be identified
and approached though they may be part of the very institution that the campaign is opposing, they often have
the power to take decisions that could go in favour of the campaign demands. Klugman (2011) specifically writes
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of the need to influence bureaucrats and politicians as part of such advocacy. The campaign facilitated both col-
lective action from below, influencing policy makers, leading to cohesive action towards the goal. Such action has
been described in different frameworks as the ‘sandwich strategy’ (Fox, 2015) and ‘nut cracker’ effect (Baum,
2007).
Klugman (2011) presents a model for strategising and evaluating advocacy process and social justice outcomes.
She argues that strengthened organisational capacity, support base and alliances that "draw on increased data
and analysis from a social justice perspective" form the basis for effective advocacy (Klugman, 2011, p. 148).
Advocacy could be done within the 'corridors of power' or through peoples mobilisation, public action and media
engagement (Klugman, 2011). This should lead to consensus building in a common definition of the problem and
possible solutions that would further facilitate participation in advocacy and policy processes and also increase
visibility of these views and issues (Klugman, 2011).
This paper narrates the story of a specific campaign against outsourcing of diagnostics in the state of Chhattisgarh.
But the campaign and the issue are embedded within the larger policy environment and political economy that
defines social and public goods like health as a commodity and goods and services produced for sale (Deppe,
2009). Outsourcing of public services is being promoted as a desirable norm. The contestation remains between
the ideas of ‘providing’ and ‘purchasing’, between the neoliberal and social justice approaches to health (Birn et
al., 2009). However, the implications of market-based policies are becoming more and more visible and such
policies are being resisted both globally and in India (Kishimoto & Petitjean, 2017). One set of (long term) outcomes
that Klugman (2011) mentions is that of a shift in social norms through increased support for the views and positive
change at the population level with respect to the issue under advocacy. As is evident from the recent developments
in Chhattisgarh, this is where the work of PHM and other movements remain critical and relevant. The experience
in Chhattisgarh shows that a campaign may be successful, but there is always the danger of reversal of the gain.
Sustained campaigns, joint participatory and visible action, effective communication, knowledge building and co-
production through interaction between varied groups of people, developing common values and principles and
building networks and broader alliances around issues of social justice are critical for health activism (People's
Health Movement [PHM] & Third World Health Aid [TWHA], 2017).
Conclusion
In Chhattisgarh, JSA was able to stall the privatisation of government diagnostic services and continues to try to
do so. The success of the campaign has multiple lessons for health activism. Evidence based critique, effective
framing of the issue, collective action from below and from policy makers from above, dissemination of information,
use of multiple strategies, forging broader alliances and persistence were key elements for its success. It also
highlights the need for health activism to continue beyond a single campaign. Staying vigilant, monitoring, evidence
building, mobilizing people and continuing to build alliances on such issues are critical tasks for social movements
and networks like the People’s Health Movement.
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